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ABSTRACT
CARING FOR A PRESCHOOLER WITH ASTHMA:
MATERNAL STRESS AND COPING

A STUDY OF

MAY 1989
ALISON ROGERS, B.A., PITZER COLLEGE
Ed.M., HARVARD UNIVERSITY
Ed.D., UNIVERSITY OF MASSACHUSETTS

Directed by:

Professor Carolyn P. Edwards

Fifty-six mothers of children 6 years old and younger with asthma
completed a battery of questionnaires concerning their experiences
caring for a chronically ill child.

Questionnaires were distributed

through area physicians and the local chapter of the American Lung
Association.
In addition to demographic data, the questionnaires measured
parents' knowledge of their child's asthma, appraised stress, social
support, and sense of competence.

Follow-up interviews were conducted

with five of the fifty-six mothers.
Results of the study suggest that a sense of competence, social
support and knowledge of asthma accounted for a high level of the
variance in maternal appraised stress.

The child's age, type of medical

care (health maintenance organization vs. fee for service), or amount of
time since diagnosis of asthma, did not account for variation in
appraised maternal stress levels.
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Interpretations of the results, including anecdotal reports from
mothers interviewed, are included in the discussion of the study.
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CHAPTER

I

INTRODUCTION

Caring for a chronically ill child is a challenging and potentially
stressful experience.

More than 11 million children in the United

States have a chronic illness (Haggerty, 1984).

Parents of chronically

ill children have a higher incidence of psychological disturbance than
parents of healthy children ( Morrow, Hoagland, & Carnrike, 1981;
Butler, Gill, Pomeroy, & Farrell, 1978).

Children with chronic illness

are also at an increased risk for psychosocial maladjustment (Pless,
1984).

The most critical factors in how well the child adjusts appear

to be (1)

the availability of community support and services, and (2)

the effectiveness of family functioning and adaptation to the illness
(Stienhauser, Mushin, & Rae-Grant, 1974).

Families with children who

have chronic diseases that are episodic experience more stress than
those with children in whom the condition is more predictable (McCarney,
1974) .

Statement of the Problem

Of all the chronic illnesses of childhood, asthma is the most
common.

More children miss school and are hospitalized for asthma than

for any other illness

(Gortmaker, 1984).

Figures from 1982 in the

United States indicate that in children under fifteen years, asthma was
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responsible for 388,000 hospitalizations with an average stay of 3.8
days

(Reyes de la Rocha, 1986).

Plant (1984) argues that this figure is

extremely conservative because asthma is often diagnosed incorrectly as
pneumonia or bronchitis on hospital admission forms.
The reported overall incidence of asthma varies, from 6.9% to 10%
of all children under ten years

(Williams & McNicol, 1969; Smith, 1974).

The incidence of and number of related deaths from asthma is increasing
(Fireman, 1971).
The American Thoracic Society (1962) defines asthma as "a condition
characterized by an increased responsiveness of the trachea and bronchi
to various environmental stimuli, manifested by narrowing of the air¬
ways, reversible either spontaneously or as a result of therapy"

(p.

76) .
The course or prognosis for a child with asthma varies
considerably.

Many children are totally free of symptoms by 8-14 years

of age; others suffer a lifetime of restricted activity and dependence
on medication (Gortmaker,

1984).

More than 70% of children with asthma will develop the first attack
before the age of three (Falliers, 1970).

Hamburg (1983) states that

the most critical predictable crisis for the family with a chronically
ill child is the period of diagnosis.

Therefore the majority of all

parents with a child with asthma face this predictable crisis while
their children are still preschoolers.
The preschool years are a particularly vulnerable period for the
ill child because young children perceive illness causality differently
than older children or adults.

Children at the pre-operational stage of
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cognitive development perceive illness causality in terms of phenomenism
or contagion (Bibace & Walsh, 1980).

They describe bits and pieces of

events contiguous in time or place and fully believe that their
coincidence with illness explains its cause.

The child has difficulty

comprehending the relationship between medicine and delayed relief of
symptoms, and sometimes sees a relationship between illness and being
bad, or punishment.

They think that a specific event inevitably results

in a specific outcome.

They do not understand that a combination of

several events or interrelationships of external events and internal
states might be necessary to cause and cure illness.

There is often

circularity of reasoning, expressed here by the 6-year-old boy who said,
"You get asthma from breathing too fast," and by another child who
responded to the question, "How can you get better from an asthma
attack?" with "Don't wheeze" (Perrin.& Gerrity, 1984).
The preschooler is also struggling with issues of autonomy and
separation which can create conflict in the parent-child relationship
under the best circumstances.

When issues of medication compliance,

possible emergency medical treatment and hospitalizations are added,
there is an increased risk that disorders in the parent-child
relationship can result.
In their review of over 157 references of asthma research from 1941
on, Gauthier (1982) were unable to find one study that focused on very
young children at the toddler stage of development.
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Background of the Problem
From the 1930s through the 1960s, there was a trend in the
literature to describe asthma as a psychosomatic illness.

Many

researchers attempted to prove that asthma was caused by psychological
problems, particularly maternal-child dysfunction (French, 1939; Miller
& Baruch, 1948) .
Studies of this period were plagued by poor methodology, bias in
selected samples, and exaggerated conclusions (Creer, 1982).

The

medical community's understanding of the physiological basis of asthma
has advanced tremendously in the last 10 to 15 years.

Medications have

improved the quality of life for people with asthma.

Consequently, some

observers believe, in retrospect, that the reason there was so much
emphasis on emotional and behavioral disturbances in children with
asthma in the past was because the illness was out of control in many
cases

(Creer, 1979; Schwartz, 1984).
Research on other chronic childhood illnesses examines the

interplay between the illness and psychosocial stress (Gortmaker, 1984;
Hamburg,

1983).

This literature is useful in guiding new research on

families with asthma.

The rationale for generalizing theories across

illnesses is supported by the comparative studies of chronic childhood
diseases

(Stein & Jessop, 1982).

Investigators have recently argued

that knowledge of the specific diagnostic label adds little to our
knowledge of how to treat the psychological and social needs of
chronically ill children and their families.

Variables that cut across

diagnostic labels such as age of illness onset, level of family income,
extent of social support, complexity of medical treatment, and degree of
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impairment have all been found to be much more valuable.

It has been

shown across a range of chronic childhood diseases that these factors
exert a much more powerful influence on the course of adaptation to
chronic disease than does the diagnostic label (stein & Jessop, 1982).
Therefore it is possible to generalize some hypothesis across illnesses
when specific factors are being studied.
It is only in recent times that we have reached a more sophisti¬
cated understanding of the complex interaction among emotional, social,
and biological factors that have been correlated with psychosomatic
illness.

Current conceptualizations emphasize the reciprocal nature of

human interaction, as opposed to a unidirectional model of causality.
This position requires investigation not only of the family's role in
the etiology and maintenance of the child's illness, but of the impact
of the child and his illness on the family system and its individual
members.

Families' adaptation to the stress of illness depends on many

factors:

the amount of social support the family has (Cobb, 1976;

Garmezy, 1983); the coping strategies of the family (Lazarus, 1977); the
health beliefs of the family (Kobasa,

1979; Lefcourt, 1981); and the

success the family is having managing the illness

(Hindi-Alexander &

Cropp, 1981) .
Rationale for the Study of Parents of Preschoolers with Asthma
There is a growing recognition that research on minimizing the
psychological and social disability or dysfunction often associated with
chronic disease deserves the highest priority (Haggerty, 1984).
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Speaking of children with diabetes, Barbara Anderson (1987) defines the
areas that research with a preventive orientation should focus as
follows:
j.' V1** Assessment of individual differences in adapting to
diabetes, and identification of the best fit between specific
health care interventions and individual/family coping styles;
2.) attention to the "predictable crisis" in diabetes, such as
diagnosis . . . , in research, with the aim of minimizing or
preventing individual and family dysfunction; and 3.)
examination of the role of health care providers and delivery
systems in the adaptation of children and families to
diabetes.
(p. 3)
The goals would be the same for families with a young child with asthma.
Families that are experiencing a high level of stress over_utilize
health care systems, thereby increasing health care costs (Gortmaker,
Eckenrod, & Gore, 1982).

A clear understanding of the stressors and the

moderators of stress in families with a young child with asthma, would
provide health care workers with more effective interventions,
decreasing family stress, and possibly reducing health care costs.

Purpose of the Study
The purpose of this study is to begin to explore and describe the
perceptions of stress and coping experienced by parents who have a child
6 years of age and younger with asthma.

Based on the literature review, it is hypothesized that higher
levels of stress are associated with the child being younger, the child
being more recently diagnosed with asthma, a lack of parental social
support, parental lack of knowledge concerning their child's asthma,
lack of family membership in an HMO, and a low parental sense of
competence.
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Chapter II includes the review of the literature on childhood
asthma, as well as the more general areas of stress, coping, and chronic
illness.
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CHAPTER

II

REVIEW OF THE LITERATURE

Edmund Keeney (1964) reviewed the earliest references to asthma and
traced them back to Hippocrates

(460-370 B.C.).

asthma meant "panting” or "I blow."
noise or sound.

The Greek word for

The term also implied an attending

The condition was considered more severe than dyspnea,

but less severe than orthopnea.
spasmodic in nature.

The ancient Greeks spoke of asthma as

They believed, unlike physicians today, that

breathing between episodes was also difficult.

Hippocrates attributed

asthma to moisture and cold.
The concept of the spasmodic nature of the illness was lost when,
in the second century A.D., Galen, a Roman physician influenced by the
Greeks, simply referred to asthma as difficulty breathing.
During the Middle Ages, medical progress slowed to a halt with one
exception.

Around 632 A.D., the Moslems carried manuscripts from the

classic Greek and Romans to Cordova and Bagdad.

The Jewish scholar and

physician, Maimonides, translated the manuscripts from Moslem to Hebrew
He treated Saladin's successor for asthma and subsequently wrote a
treatise on the subject (Garrison, 1929).
The English adopted the word "asma" and "asmy" from the Greeks
during the Renaissance.

In the late 1500s, Cordano was called from

Italy to Edinburgh to treat John Hamilton, Archbishop of St. Andrews.
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For six weeks Cardano observed his patient before diagnosing the illness
as asthma.

His treatment consisted of changes in diet, exercise,

purging to bring up mucous, and the substitution of a bed of feathers
for one of unspun silk.

Happily, John Hamilton recovered from his

illness, but only to live long enough to be hanged by Scotch Reformers
(Major, 1954).
In Belgium, a student studying the chemistry of the human
physiology was himself a sufferer from asthma.

Jean Baptist van Hement

(1577-1644), the founder of the iatrochemical school, indicated the
bronchi as the seat of asthma.

He also had some concept of immunity,

and described attacks of asthma produced by inhaling house dust and
eating fish (Stolkind, 1975).
The concept of hereditary predisposition to asthma was first
described by Thomas Willis

(1621-1675) and was based on clinical

observation (Kahn, 1929).
Another big breakthrough in the long road of discovery about asthma
came when Floyer, in the late 1600s, distinguished asthma from emphysema
by describing the contraction of the muscle fibers around the bronchial
tubes

(Keeney,

1964).

In 1811, Ren6 Theophile-Hyacinthe Laennec made a paper cylinder to
listen to the patient's chest.
With this system, he gave to internists their hallmark - the
stethoscope - and especially to those of us here (speaking to
an allergist convention), the names sibilant and sonorous for
those beautiful piping and whistling rales that since have
played a perennial and intimate role in our lives.
(Keeney,
1964, p. 220)
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In 1910,

Samuel Meltzer interpreted the asthmatic paroxysm in the

human as a phenomenon of anaphylaxis, thus a theory of allergy was born
(Meltzer, 1910).
A turn-of-the-century medical dictionary describes asthma as
periods of dyspnea with periods of complete recovery.
attributed to direct and indirect sources.

The condition is

Some of the direct causes

were dust, vegetable irritants, chemical vapors, animal emanations,
climactic influences, and bronchial inflammation.

Bronchial

inflammation was thought to be the cause of up to 80% of the cases.
Indirect causes were considered to be hereditary, through the blood or
nervous system.
excito-motor.

One of the sub-headings under the nervous system is
The dictionary cites some episodes as stemming from

emotion, anger, or fright

(Quain, 1884).

In the classic pediatric textbook (Nelson, 1954), asthma is
attributed to allergic reaction and infection.

However, the possible

role of emotion is acknowledged:
Psychic factors seem also to play an important etiologic part
in the asthma-hay-fever-eczema complex; smooth muscle and
vasomotor tone are greatly influenced by emotional tone.
In
some cases, therapy directed toward a more stable emotional
balance is effective in reducing the number and severity of
the asthmatic attacks.
(Nelson, 1954, p. 635)
Prevention was the primary treatment in the 1950s.

The child was

to avoid allergic irritants and, as much as possible, infection.

The

drugs used commonly today with success were not yet available for the
control of asthma.
Every effort should be made to prevent respiratory infections
as a prophylactic measure for the reduction of asthmatic
attacks.
During the winter season, this is difficult when a
child goes to school.
In the home, isolation measures should
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be established and the child's environment kept as free of
pathogenic bacteria and viruses as possible and the child
should be guarded against exposure to inclement weather.
Removal to a warm, dry climate during the winter season may be
the only means of reducing the incidence of respiratory
infections. (Nelson, 1954, p. 638)
This quote is noteworthy because it gives parents strict guidelines that
were realistically difficult or impossible to follow.

As a result, one

can imagine that mothers became anxious and overprotective.

And, in¬

deed, the psychosomatic literature reviewed later in the chapter de¬
scribes these maternal characteristics as causing the child's illness.
Thus, throughout history, there has been evidence of a.disease now
called asthma.

As the science of medicine became more differentiated

and complex, so did the concept of asthma.

Although the emphasis on

allergy appeared in the early 1900s, the pathophysiology and treatment
was not well understood until recently.
explanations were devised.

As a result, alternative

The psychosomatic theory of asthma was the

most popular explanation for asthma in the 1940s through the 1950s.
Asthma is still referred to under the heading of psychosomatic illness
in some textbooks today (e.g., Achenbach, 1982).

However, the DSM III

no longer has a diagnosis of psychosomatic illness among its categories.
It has been replaced by "psychological problems exacerbating physical
illness"

(DSM III, 1980).

A Psychosomatic Theory of Asthma
Franz Alexander, a proteg6 of Sigmund Freud, brought the theory of
psychosomatic illness with him from Vienna.

In 1939, Thomas French, a

colleague of Alexander, wrote the first descriptive article of the
psychoanalytic treatment of asthmatic patients.
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The psychosomatic literature evolved over the years from clinical
case studies to more empirical investigation.

Initially, it was

hypothesized that asthma was caused by unconscious conflicts.
Researchers interested in finding a psychological etiology for asthma
attempted to do the following:

correlate traumatic events with the

onset of asthma (French, 1939); define the mother-child relationship as
the cause of asthma (Miller & Baruch, 1948); and describe a particular
personality profile of the asthmatic child (Fine, 1963).
Why was there such a strong need to find psychological causes for
asthma, while childhood diabetes and other illnesses were never seen as
psychosomatic diseases?

In "Illness as a Metaphor," Sontag (1978)

writes:
Theories that diseases are caused by mental states and can be
cured by will power are always an index of the disease . . .
Psychologizing seems to provide control over the experience
and events (like grave illnesses) over which people have in
fact little or no control ... A "physical" illness becomes,
in a way, less real - but, in compensation, more interesting so far as it can be considered a "mental" one.
(p. 54)
In addition to a general lack of knowledge about the pathophysi¬
ology, asthma was characterized by unpredictability.

Attacks came on

suddenly, sometimes for no apparent reason.
The respiratory system is intimately tied to emotion.

People sigh

when sad, breathe quickly when anxious, and even hold the breath or gasp
when frightened.

Additionally, children with asthma are prone to other

respiratory illnesses which might make them appear weak and vulnerable,
hence, overly dependent.
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The impact of the illness can cause tension and turmoil for the
child and family.

Early researchers saw this tension as causative

rather than resulting from the illness (Miller & Baruch, 1948; French,
1939) .
. . . every illness can be considered psychologically.
Illness is interpreted as, basically, a psychological event,
and people are encouraged to believe that they get sick
because they (unconsciously) want to, and that they can cure
themselves by the mobilization of will . . . (Sontag, 1978 d
55)
Matus

(1981) presents a case that illustrates how a child and his

or her family can use a theoretical explanation to feel they have
control over their illness:
A very steroid dependent adolescent who had experienced many
life-threatening episodes and serious medication related
growth retardation became convinced that his asthma was
emotional.
He recounted innumerable episodes of attacks
precipitated by separations and other deep emotional
experiences.
He even developed respiratory symptoms as he
recounted the pain he felt while discussing his parents'
divorce.
This boy keenly felt the impact of his steroid
dependency.
He had been disappointed in the attempt to taper
his medication, knowing his prospects for linear growth had
been thwarted.
His belief in emotional asthma offered him
hope that his symptoms could be relieved, that he could be
tapered from the steroids and enabled to grow.
Unfortunate¬
ly, the deficiencies of pulmonary mechanics and possible
immunological deficits were the more likely attributes to his
difficulties.
His problem was beyond the efficacy of the
medical arts.
His belief, though compellingly documented, was
unfounded. (Matus, 1981, p. 337)
There is a voluminous literature devoted to the psychosomatic
nature of asthma.

A representative sample of some of the most

frequently quoted studies is included.
In 1939, Thomas French studied 24 patients being seen at the
Chicago Institute for Psychoanalysis.

The patients had been in

treatment for from one to 26 months, and the group was comprised of six
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men, ten women, and eight children.
allergic sensitivity.

They all were reported to have

French prefaces his report with the following

concern,
Patients who undertake and continue through an analytic
treatment must be patients who are suffering from some sort of
emotional disturbance.
It is impossible therefore to draw any
significant conclusions from the fact that in all the patients
that we analyzed the asthma was found associated with
emotional difficulties of varying grades of severity.
It will
be interesting to inquire, however, whether the emotional
conflicts and personality structure in these patients show any
common features as contrasted with patients suffering from
other forms of disorder. (French, 1939, p. 1423)
French used classical dream interpretation and case study as his
method of inquiry.

He found upon analysis that there was indeed a

common theme among the patients with asthma.

He felt they all were

expressing anxiety concerning separation from the mother.
he says,

In most cases

"... The acute asthma attack occurs in place of a repressed

cry in reaction to a temptation that threatens the patient with loss of
the mother's love"

(French, 1939, p. 1425).

The repressed cry sets the

stage for a respiratory hyperventilation which precipitates an attack.
The authors cited an almost perfect recovery rate for those patients
staying in analysis.
This monograph and a later one by Alexander and French (1941) had
an enormous impact on how asthma was viewed for at least 25 years.
"Essentially, it provided a major impetus, not only for initiating
studies to prove or disprove its basic premises, but in spearheading
efforts to test the assumptions it spawned"

(Creer, 1979, p. 54).

It is

unfortunate that very few people heeded the cautionary preface
concerning the biased sample and chose instead to draw conclusions about
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the etiology of asthma, based on the study.

The result was that psycho¬

therapy became the treatment of choice for childhood asthma in many
cases (Creer, 1979).
The underlying assumption that asthma was caused by the conflicted
relationship between the child and the mother was tested by Miller and
Baruch in 1948.

They compared 63 asthmatic children referred by an

allergist, some for psychotherapy, others for investigation, with 37
children referred or in psychotherapy for behavior problems without
allergy.

Their hypothesis was that the mothers of children with asthma

would be rejecting, whereas the mothers of the children with behavior
problems would be no more rejecting than mothers in the general popula¬
tion.

They defined the rejecting mother as "one whose behavior toward

the child is such that she unconsciously has a desire to be free from
the child and considers it a burden" (Miller & Baruch, 1948, p. 42).
They required that maternal rejection be expressed verbally during the
interview.
Selection for the study is unclear.

It seems that the author who

was an allergist referred any child who had asthma and their parents if
they were willing to participate in the study.

In the experimental

group there were 36 boys and 27 girls ranging in age from 1 year and 10
months to 18 years, and in the control group there were 18 boys and 19
girls ranging in age from 1 year and 11 months to 17 years.

The study

was done over a two-year period.
The authors employed the following methodology:

clinical

interview, observation of play, and observation by the physician during
medical care.

They also obtained information from therapy sessions for
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the children who entered psychotherapy.

It is unclear what information

came from the mothers referred for psychological work-up on the basis of
asthma and what information was gained from the mothers who ended up
entering therapy.

Validity was felt to have been achieved when the

information in the therapeutic session confirmed the psychological work¬
up which was done by the same person.

In the results of the study,

Miller and Baruch reported that 62 of the 63 mothers were overtly
rejecting of their asthmatic child, i.e., that 98.4% of the allergic
children had rejecting mothers, compared to 6% of the children with
other behavior disorders.

Based on their study, they conclude that

"maternal rejection appears to be an important factor in the personal
and somatic symptom-patterns of the clinically allergic" (Miller &
Baruch, 1948, p. 276).
The study has serious flaws.

The population was not randomly

selected, the methods for obtaining formation were highly subjective.
The researchers were not blind to which population the children
belonged.

Maternal rejection is a very fuzzy definition, and is

impossible to operationalize.

There is no objective reliability or

validity to the measures used, therefore the results could not be
replicated.
In 1961, a group of researchers, comprised of allergists and
psychiatrists, set out to test a similar hypothesis.
colleagues (1961)

Dubo and his

tested the hypothesis that there would be a positive

relationship between the asthma situation (severity, course, response to
treatment)

and the family situation.
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They created an alternative

hypothesis that there would be a positive relationship between the level
of disturbance in the child’s personality and/or behavior and the level
or disturbance in family relationship.
The authors selected 71 subjects from an allergist's practice; 46
boys and 25 girls.

The mean age was 7 years, with onset of asthma at an

average age of 3 years.

Eighty-six percent of the subjects tested

positively for allergy, and had a family history of allergy.

The

triggers for most of the children were a combination of allergic and
infectious agents.

Triggers were unclear for 4% of the children.

Severity of asthma was divided into three groups:
and severe.

mild, moderate,

Response to treatment was divided into three categories:

good, moderate, and minimal.

A structured interview was used to assess

the level of disturbance in the family.
families on 71 variables.

The authors then rated the

In an analysis of the relationship of

variables, the authors found no relationship between the asthma
situation and the family situation.

They did find a high correlation

between disturbed family situation and maladjustment in the child.
In the discussion of the results, the authors explain their
findings:
Failure to confirm assumptions that we had tended to take for
granted has been disconcerting but should not be too
surprising.
We have reached a point in child psychiatry where
many clinical impressions must be exposed to disciplined
evaluation and some negative findings must be expected. The
fact that our data demonstrated a closer relationship between
family dynamics and personality and behavior in children is
reassuring; we would indeed be at a loss if this second
hypothesis were not upheld.
(Dubo et al., 1961, p. 410)
The authors continue to explain why the old assumptions may have
been so strongly held.

They cite over-generalization from small, highly
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selected samples as having led to distortions in emphasis in many
clinical areas, especially in relation to the etiology.

It also became

clear to them that they hadn't been sensitive to the effect of the
child’s asthma on the family or had distorted this effect.
When a disturbed mother of a disturbed child with asthma
describes her attitudes toward the illness, we think
traditionally in terms of primary cause and effect. When an
intact mother with a well-adjusted child describes similar
attitudes, we tend to see them more as reactive to hardships
that the illness may impose.
(Dubo et al, 1961, p. 416)
Although the authors asked important questions and their results
were carefully obtained, the methodology had some weaknesses.

The

interviewers were not blind to the medical history of individual
children.

The selection process was not random and there was no

comparison group.
In a two-year and ten-year follow-up study, there was no
correlation between changes in severity of asthma and response to
treatment and the degree of family adjustment, i.e., the many improved
children were equally distributed among families with good and poor
adjustment (McLean & Ching, 1973).
A parallel trend in the research explored the role of the parentchild relationship as a causative factor in the child's asthma.

Long

and his associates (1958) noticed that there were some children who
recovered from asthma very quickly upon admission to the hospital
without any other intervention and became worse when they returned home.
He had also heard stories of children whose asthma improved at home when
the parents were not there.

This was confusing because they assumed the

speedy recovery of children in the hospital was due to the change in
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atopic (allergy inducing) environment.

They began to wonder if the

separation from the child's family was the mediating event rather than
removal from an allergic environment.

To test their theory, they

introduced mold and dust from the child's home into the child’s hospital
room after he had recovered to see if his condition worsened.

These

quickly remitting children showed no change upon introduction of the
allergic material.
worsened.

When the children went home again, their symptoms

As a result, they concluded that the best solution for some

children was to live in a residential setting away from parents.

This

treatment was referred to as "parentectomy" (Long et al., 1958)
The major problem with Long's study was the assumption that it was
household dust to which the child was allergic and not some other
environmental factor.
In an attempt to rule out all variables related to the physical
environment, Purcel and his colleagues (1969) kept the children in their
own homes and had the family leave, while a substitute caretaker came
into the home.

The child's psychological environment was altered

without substantially changing the physical environment.

The

researchers chose 25 chronically asthmatic children from a random sample
of 60 children referred from pediatricians and interviewed them and
their parents to determine if emotions played a role in their asthma.
He then divided the children into two groups; the predicted positive
group that showed an important role of emotion in their asthma, and the
predicted negative group for whom emotional problems seemed irrelevant
or less relevant.
periods labeled:

The experimental plan was divided into four two-week
(1) qualification;
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(2) pre-separation;

(3) separation;

and (4) reunion.

Later, a fifth period, post-reunion follow-up, was

added for most subjects.

During the qualification phase, the families

only knew that a careful and intensive evaluation of asthma in children
was being undertaken.

After the families were interviewed and they

agreed to the separation procedure, the pre-separation period began.

As

an interesting note, in contradiction to the early studies on asthma and
separation (French, 1939; Alexander & French, 1941), there was no
increase in the severity of asthma during the pre-separation or
separation phase of the study.
during the separation.

Some of the mothers became anxious

One mother reportedly climbed on the roof so

that she could peek, unnoticed, at her son while he was in the care of
the substitute.
The authors used several indicators of the child's health to
enhance reliability:

a caregiver record, peak flow measurements,

physician examination, and a medication record.
The results showed that for the children for whom emotion was a
factor in their asthma, there was a dramatic improvement in their
symptoms during the absence of the family.
to pre-separation levels after reunion.

The symptoms slowly returned

The authors concluded that

there was a sub-group of children for whom emotions play an important
role and that these emotional states were reduced when the child was
away from the family.
More recently, Weinstein (1984)

found that 40% of 268 randomly

selected children with asthma had crying-induced bronchospasm as
reported by their mothers.

Parental discipline was the most frequent

precipitant of crying-induced bronchospasm.
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There appears to be a

connection between hyperventilation and crying-induced bronchospasm.
From this study ,it is unclear whether the child learns to bring on an
attack with crying or if it is mediated in some other way.

Regardless

of the mediating factor, it did effect the way the parents in this study
managed their child’s misbehavior, making them more prone to give in to
their child's demands.
Thus, there appears to be a group of children for whom strong
emotion is a trigger for asthma.

It is unclear whether they experience

more intense emotion, have a lower threshold for emotion, or have some
physiologic mechanism that is triggered by normal amounts of emotion
(Matus,

1981).

A more recent study focuses on the personality of Swedish parents
of children with asthma (Aronsson et al., 1984).

The authors wanted to

test the hypothesis that parents of asthmatic children differed from
parents of normal children.

They used a small sample, 20 families in

all, selected from a health clinic, and matched them with families
without asthma from the hospital registry.

There was no attempt to rate

the severity of the asthma in any of the families.

All the children

were on medication, not specified as steroid or non-steroids.
age of the children was 7.5 years.
naire to all the families.

The mean

The investigators mailed a question¬

Based on H. A. Murry's personality theory,

the test consisted of 165 questions divided into 11 need variables.
11 scales corresponding to the need variables were:

The

achievement,

affiliation, aggression, defense of status, guilt feelings, dominance,
exhibition, autonomy, nurturance, order, and succorance.
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There were no differences between the two groups of parents except
in the areas of aggression and exhibitionism.

The parents of children

with asthma were rated as more aggressive and less exhibitionist than
the control parents.

The authors did not provide any data concerning

the reliability or validity of the measures used, therefore it is
difficult to draw any meaningful conclusions about the parents from the
study.

In the interpretation, the authors conclude that aggression is a

defense against anxiety and a low-score on exhibitionism is viewed as
being compulsively neurotic.

These interpretations were based on a

conversation the author had with a psychiatrist.

Moreover, there is no

attempt made to consider the differences between parent groups to be the
result of living with a child who has a chronic illness.

As a result of

the inadequate methodology, the reader is left with little less than
speculation.
In their 1969 review of the psychosomatic literature on asthma,
Kelly and Zeller cite 161 references.
other or confirm any one hypothesis.
results in the following areas:

Studies did not corroborate each
There were mostly contradictory

psychiatric symptoms in children with

asthma, asthmatic personality, emotions triggering asthma, and the
usefulness of psychotherapy and environmental manipulation in the
treatment of asthma.

The only thing the authors found common among the

studies was methodological weaknesses.
problems were:

The most frequently noted

small numbers of subjects, conclusions based on

statistically insignificant results, widely varying groups compared,
subjects not randomly chosen, and experimenters not blind to which group
the subject belonged in (Kelly & Zeller, 1969).
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Many of the above-stated problems are the result of a faulty
assumption; that asthma itself can be an independent variable, and that
if correlated with another dependent variable, that a cause and effect
relationship between the two variables exists.

In fact, asthma is a

diverse disease dependent on many factors and it is expressed differ¬
ently in different children.

Medication levels can not serve as an

independent objective measure because there is a great deal of
subjectivity on the part of the physicians in prescribing a treatment
regimen.

More recently, researchers have used airway obstruction,

measured by peak flow and spirometry as the independent variable (Creer,
1979) .

This is a more objective measure of the severity of airway

obstruction and it can then be compared with other measures, for
example, the subjective judgment of severity by parents, the
effectiveness of medication, and of biofeedback and relaxation training.
Mattsson (1975) reflects the current thinking in the following
quote:
By now, most allergists, pediatricians and psychiatrists have
come to accept a multi-causal etiology for childhood asthma,
which holds that hereditary, allergic, infections, and
psychological factors independently or more often in
combination assume etiologic importance.
(Mattsson, 1975, p.

88)
Recently, researchers have asked if there are psychological differences
between children with asthma, healthy children, and children with other
physical handicaps.

They have used epidemiologic research methods in an

attempt to answer these questions.
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Epidemiologic studio*
The main evidence on the rate of psychiatric disorder among
asthmatic children compared to other children, comes from four
epidemiologic studies.

These studies investigated large randomly

selected samples of children in particular birth cohorts from several
different communities.

The children in these epidemiologic studies were

identified through parental questionnaires and/or school medical
examinations

(Graham et al., 1967; Graham & Rutter, 1970; McNicol &

Williams, 1973; Mitchell & Dawson, 1973).
The Isle of Wight study (Graham et al, 1967) looked at all the
children ages 10-12 years with handicaps who were living on the island.
They found a 10.5% rate of concomitant psychiatric disorders among the
children with asthma compared to a 6.3% incidence in the general
population.

They defined only 2% of the population as having asthma.

The 10.5% rate is similar to the rate in children with other physical
handicaps.

The results came from an overall psychiatric assessment

based on parent and teacher reports and psychological testing.

There

was a significant mean difference for behavioral disturbances between
the children with asthma, and those without asthma as reported by
parents.

This greater level of behavioral disturbance was not reported

by the children's teachers.

Possibly, parents had more difficulty

carrying out recommended restrictions and medication regimens at home.
Many children have exercise induced asthma and, as a result, might have
less difficulty with their illness in school, an environment less
conducive to physical exercise than home.
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This study did not support

the notion that there are two types of asthma, one physically based and
one with psychogenic etiology.

It also points to the fact that children

with physical disabilities are at a slightly greater risk for behavioral
disturbances than are physically healthy children.
From a randomly selected sample of 10-15 year old asthmatic school
children from Aberdeen, Scotland, Mitchell and Dawson (1973) found a
similar rate of psychiatric disorder in children with asthma (8%), as
the general population (7%).
Findings from a 1973 study, in which a random sample of asthmatic
children was selected from the 7-year-old primary school population in
Melbourne, Australia, and followed until the children were 14 years old,
are in broad agreement with the previously mentioned studies.

In this

research, McNicol and Williams (1973) subdivided the children into four
grades according to the severity of their asthma.

Only the children, in

the most severe grade differed from the controls in behavioral
disturbance (as indicated by social immaturity, demanding behavior,
aggressive behavior, and anxiety).

There were no differences between

the asthmatic children and the controls in the area of deviant behavior
traits

(enuresis, habit spasm, finger sucking, tics) or anti-social

behavior.

There were some small but significant differences between the

mothers of the children in the three groups.

The mothers of the

children with the most severe grade of asthma were more restrictive,
anxious, and over-concerned.

The authors state that there was no way of

knowing on the basis of this study whether the mothers' behavior
predisposed their children to more severe symptoms or whether the more
severe symptoms affected the mothers' behavior.
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A more recent epidemiologic study was conducted in New Zealand.
Horwood and colleagues (1985) looked at the role of social and familiar
factors in the development of childhood asthma.

The authors studied a

birth cohort in New Zealand for six years prospectively.

Ten percent of

the cohort had had two or more episodes of asthma by the age of six
years.

Only 1.2% had had 15 or more consultations for asthma over the

six-year period.
The authors defined psychosocial factors as the amount of stress,
adversity, and social readjustment experienced by the family over the
period.

The following measures were used:

(1) Family Life Events,

using a modified version of the Holmes and Rahe Social Readjustment
Rating Scale;

(2) Maternal Depression, using the Levine-Pilowsky

Depression Questionnaire;

(3) Change in Residence.

Family social background was measured by:
birth of the survey child;
status;

(4) Family SES;

(1) Maternal age at the

(2) Maternal education;

(3) Child's ethnic

(5) Family size at the child’s birth.

The results of the study showed that there were no statistically
significant risk factors under the psychosocial factors heading.

It was

possible that the factors they used to define psychosocial effects were
too broad to show significance.

However, they concluded that:

This 6-year prospective study indicates that early
childhood asthma appears to be inherited to some
extent, it's age of expression is related to the
child's sex, and it has a complex interaction with
other forms of allergic disease.
It is not plated to
infant feeding practices, smoking in the family, the
presence of pets in the house, stress in the family,
or the family's general social or economic situation.
. . This would suggest that the etiologic basis o
asthma is more likely to be found in studies of the
genetic, physiologic, and immunologic basis of the
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condition rather than through an examination of the structure,
practices, or dynamics of the family of the asthmatic child.
(Horwood et al.f p. 24)
A study of this type is unusual in that it was prospective, and
studied a comprehensive group of children to identify risk factors.

It

was free of the problems of retrospective studies that rely on subjects'
memory of events.

As a result, it is an important contribution.

It

does not imply, however, that there wasn't psychological stress
associated with the disease for some of the families.
The main problem with epidemiologic research is that it involves
such large numbers of subjects that most of the subtle individual
differences are lost.

The measurements are simplified and are based on

either questionnaires or surveys.
however.

There are important advantages,

The large samples provide a good cross-section of randomly

selected subjects not found in most psychological research.
The Pathophysiology of Asthma
The most fundamental component of any holistic model of asthma is
the pathophysiologic.

A basic understanding of what is happening to the

child during an episode of asthma is essential if one is to attempt to
draw conclusions concerning the possible psychological contributions to
the illness.
Whatever the etiology of precipitating factors, the basic pathology
is contraction of bronchial smooth muscle, edema of the bronchial
mucosa, and hypersecretion of mucous in the bronchial tree.

In asthma

resulting from an immunologic reaction, the antigen-antibody reaction is
thought to result in the release of chemical mediators that produce the
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pathological changes.

Although there is much that is still unknown, in

recent years there has been research on the bioactive mediators which
has increased our understanding of the basic mechanism of the asthmatic
response.

This has resulted in a better therapeutic approach.

When

there is no antigen-antibody reaction involved, the mechanism is more
uncertain.
The main function of the lungs is for the exchange of gases.
Oxygen is carried into the body and carbon dioxide is removed.

The lung

is a vast network of capillaries passing through the walls of the
9

alveoli, and separated from air by a thin moist membrane.

Air is

carried to the alveoli through the trachea and the bronchi with their
branching subdivisions.

A smooth muscle layer surrounds the bronchus.

The lining mucous membrane layer is continuous from the trachea.
and mucous-serous glands extend from the muscular layer.

Mucous

The pathways

or bronchiols get smaller as they get farther from the center of the
lungs like branches of a tree.

The lining also becomes thinner.

Control of the airways includes a variety of mechanisms, one of
which is the autonomic nervous system.
innervation of the airway.
pulmonary plexus.

It is responsible for the

There is a bundle of nerves called the

The efferent parasympathetic (vagal) and sympathetic

nerves pass through this bundle and extend out through the lung to the
alveoli.

The smooth muscle of the air passage is in tonic contraction

during normal quiet respiration.
The mucous lining of the airway is directly affected by asthma.
The ciliated cells are interspersed with goblet cells that secrete
mucous.

This mucous combines with that secreted by the submucosal
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glands to overlie the cilia.

The cilia themselves are bathed by a water

fluid and covered by the mucous layer.
bronchial lumen.

Mast cells reside freely in the

In the early phases of an irritative pulmonary state

(non-bacterial), the lining may change from a ratio of 1:40 goblet to
cili-ated cells to a sheath of almost all goblet cells.

At the same

time, the mucous glands undergo hypertrophy and hyperplasia.
Acetylcholine is a chemical mediator that stimulates these cells.

The

release of a number of chemical mediators directly into the tissue of
the lungs appears to be responsible in part for the asthma condition.
This frequently occurs as the result of antigen-antibody interaction or
because of some change in the autonomic function.

The critical cells

for this response are the mast cells which have considerable stores of
histamine.
There are several studies demonstrating two distinct mast cells
living in the bronchial lumen.

Both of these cells release histamine.

In Rhesus monkeys, they have been used to transfer immunologically
determined airway reactivity from a sensitized animal to a nonsensitized
one (Patterson Suszko, & Harrison, 1978).
Two classes of mediators are thought to be significant:
and newly generated mediators.

There are several types in each class.

The most important preformed mediator is histamine.
colleagues

(1951)

preformed

found it present in the lung.

Shild and

They demonstrated that

there was a release of histamine from isolated portions of lung tissue
removed at surgery from asthmatic patients when the lung was exposed to
antigens to which the patient had been sensitive.
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Histamine dilates the

blood vessels.

It contracts bronchial smooth muscle primarily through

direct action on the smooth muscles and indirectly by stimulating vagal
receptors in the lung.
Although there are several other mediators in this class, it is not
necessary to describe each in detail.

They are the following:

Eosinophilic Chemotactic Factor of Anaphylaxis (ECF-A), Neutrophil
Chemotactic Factor of Anaphylaxis (CNCF~A), Superoxide Radical and
Superoxide Dismiltase, Basophil Kallikrein of Anaphylaxis (BK-A),
Acetycholine and Serotonin.
The release of chemical mediators seems to be controlled by a
number of different receptors on the surface of mast cells.

A receptor

is that part of the cell with which the hormone interacts to produce a
response.

According to this theory, a hormone (the first messenger)

carries required information to the cell, where it reacts with a
receptor on the cell surface.

This sets up a chain reaction.

The

medications now in use block these messengers and therefore block the
reaction.

All of this takes place directly on a cellular level in the

lungs.
A second control center in this process is the parasympathetic
nervous system.

Many studies have shown that the vagus nerve plays a

role in regulation of airway smooth muscle tone, both in normal subjects
and in persons with asthma.

Some researchers have hypothesized that

stimulation of the vagal reflex occurs when a person laughs or cries
hard, hence there are patients who have aggravated bronchoconstriction
when experiencing intense emotions

(Widdicombe, 1977).
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The severity of the asthma episode is determined by the amount of
airway obstruction.

As the episode becomes more severe, there is an

increase in coughing, wheezing, and difficult breathing.
prolongation and generalized rhonchi occur.

Expiratory

As airway resistance

increases, inspiratory wheezing occurs, as does the use of accessory
muscles.

The patient may become anxious and restless as the asthma

attack becomes more severe.
in an attempt to breathe.

Sometimes patients sit up and lean forward
The patient is in status asthmaticus if

therapeutic doses of beta-agonists (common inhalation therapy) and
theophylline are not effective.

The Treatment of Asthma
The medical management of pediatric asthma depends on the severity
of the condition and the triggers.

Because in very young children the

most common trigger is infection, there is little that can be done to
prevent attacks.

Most children with diagnosed asthma will receive u

vaccine every fall to prevent them from coming down with the predicted
respiratory influenza for that specific year.

Some older children can

prevent attacks by not coming into contact with a known allergen.
Because prevention is usually difficult

(no one can protect a child from

pollen and dust completely), the emphasis is on medication for
prevention and treatment.
The following listing is an overview of the most commonly used
classes of medication presently in use for pediatric asthma:
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Theophylline
The most commonly prescribed drug for childhood asthma.
Indications.

Treatment for asthma attack (must be started early in

the episode to be effective).

Prevents exercise-induced asthma.

Prevents asthma attacks (maintenance dose).
Administration.

Capsule of bitter-tasting beads that can be mixed

in food for young children.

Intravenous (I.V.) route for acute episodes

in hospital.
How it works.

Bronchodilation is the most important pharmacologic

action, relaxation of vascular smooth muscle, and central respiratory
stimulation.
Side effects.

Nervousness, overactivity, nausea, vomiting, loss of

appetite, and headache are all possible.
Beta-Adrenergic Drugs bv Inhaler
Indications.

Prevents bronchoconstriction due to exercise, cold,

and other triggers.

Provides relief while theophylline is building up.

Treatment of minor episodes of wheezing.
sudden onset.

For relief of symptoms with

Elimination of symptoms which are not controlled by

standard doses of theophylline.
Administration.

A fine mist is delivered by compressed air in the

hospital, doctor's office, or home.

Also delivered by hand-held

nebulizer, or holding chamber for young children.
oral preparation.
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Also comes in liquid

How it works.

A bronchodilator that works directly on the bronchi,

relaxing the smooth muscles.
Side effects.

Very few — tachycardia in less than 1%.

Steroids
Indications.

A.

Short-term use; severe asthma attack which is

not improving with usual theophylline and beta-adrenergic treatment.
Attack which occurs in a patient who is already taking maximum doses of
theophylline and beta-agonists.

In the hospital for treatment of almost

all patients with asthma.
B.

Long-term use; treatment of patient whose

symptoms cannot be controlled with aggressive use of theophylline, betaadrenergics, environmental control, cromolyn, or allergy shots.
Administration.

I.V. in hospital, pill at home.

For young

children, the pill is crushed into a very bitter-tasting powder.
How it works.

Decreases swelling, inflammation and mucous

production of the cells lining the bronchioles.
Side effects.
weeks.

Rarely a problem if treatment lasts less than two

Two-four weeks:

well-being.

increased appetite, weight gain, feeling of

If used for more than four weeks daily:

suppression of the

hypothalamic-pituitary-adrenal (HPA) axis (which decreases the body’s
ability to deal with stress), hair loss, puffiness of the face and
growth retardation.

NOTE:

Because of the side effects, steroids are

the medication of last resort, but should not be overlooked in patients
who still are incapacitated by their symptoms after having tried all
other medication.
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Epinephrine
Indications.

Has been commonly used in doctor's office and

emergency rooms for acute attacks.
Administration.

Not used as frequently now.

Sub-cutaneous injection.

How it works.

Bronchodilator.

Side effects.

Tachycardia and, many times, a rebound effect.

This review (Plaut, 1985; Greenburger, 1985) of medications covers
only the most common drugs being used today.

At this moment, research

is being conducted that will affect asthma patients beneficially in the
next few years.

The Psychomaintenance Model of Asthma
Psychomaintenance refers to the psychologic and behavioral
perpetuation and exacerbation of physical illness (Jones, Kinsman,
Dirks, & Dahlem, 1979).

The term psychomaintenance does not address the

etiology of illness as an area of interest.

Instead, the focus is on

the psychologic and behavioral factors that maintain and increase both
perceived severity and medical intractability of the illness once it has
already developed.
The underlying mechanisms of maintenance and exacerbation of
illness are:

personality, attitudes towards illness and its treatment,

and subjective experience of the illness.

All of these result in the

illness behavior of the individual.
Interaction of the objective medical parameters of the disease with
personality variables affect the patient's attitude toward the asthma
and the experience of asthmatic episodes.
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The resulting behavior during

the illness influences the manageability of the episodes.

The objective

medical illness and the psychological functioning is dependent on how
well the asthma is managed, creating a feedback loop.
Psychologists at the National Jewish Hospital/National Asthma
Center have developed a Battery of Asthma Illness Behavior (BAIB) that
measures the psychological dimensions of the model (Kinsman, Dirks, &
Jones, 1982).

There is also a version that was developed for school-age

children (Baron, Lamarre, et al., 1986).
Their research with more than 600 asthma patients has consistently
demonstrated a relationship between BAIB scores and medical outcome
variables, including re-hospitalization rates, days hospitalized, and
intensity of the medical regimen prescribed.

These relationships have

been upheld independent of age of asthma onset, duration of asthma, and
objective severity of asthma (Dirks & Shraa, 1982).
The BAIB measures three levels of psychological functioning:
personality, attitudes, and experience of illness.

The personality

component is derived from the MMPI "panic-fear" variable.
High panic-fear patients present as being excessively dependent,
emotionally labile, helpless, demanding, and prone to give up quickly
when things go wrong.

Their basic personality is characterized by

chronic, anxious dependence.

These patients exhibit many behaviors that

bode poorly for medical manageability.
symptoms, use both prescribed and p.r.n.

They tend to exaggerate their
(as needed) medications

excessively, and hyperventilate when having an asthma attack.
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They are

also overly dependent on their medical caregivers and unwilling to
assume what the authors consider an appropriate amount of responsibility
for their self-care (Dirks & Kinsman, 1979).
Low panic-fear personalities habitually minimize their symptoms,
fail to seek medical attention, and deny the illness.

They under-use

medication, wait too long to seek medical attention, and deny symptoms
until hospitalization is necessary.

Frequently these patients are

under-medicated by their physicians, whereas high panic-fear persons are
more frequently on steroids (Dirks & Kinsman, 1979).
People who seem to adapt to the illness are those who are rated as
moderate on the panic-fear dimension.
can judge their symptoms accurately.

They feel moderately anxious, and
They seek medical attention when

necessary and they are able to take responsibility for self-care in a
realistic way (Dirks & Kinsman, 1981).
Another dimension is the patient's attitude toward the disease.
This is measured along a continuum with the extremes being optimism and
pessimism about prognosis.

Patients who exhibit extreme pessimism about

the possibility of medical control also frequently attribute most of
life's problems to their illness.

Commonly, these patients exacerbate

their disease by their lack of motivation to comply with the prescribed
treatment.

Their pessimistic and often depressed behavior may lead the

physician to judge their illness as more severe than it is.
An attitude of over-optimism about one's ability to control the
asthma may also lead to illness exacerbation, as these patients tend to
under-use medication and medical services.
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The course of the illness can be affected by the patient's
subjective experience of his or her symptoms.

Someone who interprets

fatigue, anxiety, or rapid breathing as asthma may over-use p.r.n.
needed) medication.

(as

On the other hand, a patient may underestimate

symptoms or deny them altogether and, by doing so, exacerbate the
illness.
These three levels of psychological functioning on the part of the
parents of a very young child could potentially affect their management
of the child's illness.

If the parents fall into either the high panic-

fear category or the very low panic-fear category, the child might not
be getting the best care.

Additionally, if they are overly optimistic *

or pessimistic, they might be unable to help their child cope with the
illness.

And if they experience minor changes as a sign of asthma, they

could over-restrict their child.

There is no research to data using the

BAIB with parents of pre-schoolers.

It would be interesting to

determine if there were correlations in the parents' scores on the BAIB
with medication schedules, hospitalization rates, or with days missed
from regular activities and school.
The majority of the studies correlating BAIB scores with other
variables have used, as subjects, adults admitted for intensive long¬
term treatment in a residential setting (Dirks & Kinsman, 1981; Dirks,
Kinsman, & Jones, 1977).

In an outpatient clinic in Quebec, using the

BAIB modified for children, the researchers found similar correlations
between children’s scores and their medication regimens independent of
spirometry tests (Baron, Lamarre, et al., 1986).
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The psychomaintenance model does not take into account the role of
the physician or others in the maintenance of illness.

Although the

psychomaintenance model is interactional, it is weighted on the side of
the patient’s personality affecting the illness rather than on the
impact the illness might have on the patient’s personality.

The Family System and Childhood Asthma
There are many references in the psychosomatic literature to the
importance of the family in the child's illness.

Usually, the focus is

on the mother-child relationship and the conflict this relationship
creates for the child.

The child is then the focus of individual

psychotherapy or, in some cases, the mother is also recommended for
individual psychotherapy.
Another perspective on the role of the family comes from the
behavioral pediatric literature (Hamburg, 1983).

The focus in this

literature is on the experience of the family with a chronically ill
child.
Hamburg (1983) cites seven predictable crisis and stress points for
families in the medical course of chronic illness:
diagnosis;

(2) disease specific distressing medical symptoms;

hospitalization(s);
complication;
(6)

(1) onset and
(3)

(4) response to appearance of initial major

(5) confrontation with significant therapeutic choices;

failure(s) of an expected therapeutic response; and (7) threat of

imminent death.
Of these seven predictable crises, onset and diagnosis is an
extremely important one.

Later coping is influenced by the manner in
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which the diagnosis is made.

Most families are overwhelmed by the

diagnosis of a chronic illness.
different ways.

At this point, families respond in many

Some are angry, some feel helpless, others deny the

seriousness of the problem.

Support is urgently needed for families at

this time so that they can begin to develop effective coping strategies.
Families can experience overwhelming emotional components and swings
between anxiety, fear, anger, and depression.

The distress of the

adults is communicated to even the youngest child and aggravates the
impact of the illness on the child.

Mastery of family distress in this

initial crisis is linked to medical outcome because it influences the
subsequent management by the family of the therapeutic regimen.
coping tasks confronting the family are as follows:
emotional distress within manageable limits;

The

(1) maintaining

(2) meeting the medical

needs with appropriate knowledge, motivation, and practical skills;
preserving important relationships with others in a support network;
maintaining hope for the future;

(3)
(4)

(5) achieving age-appropriate

development for the patient-child in family, peer, and school roles and
responsibilities; and (6) maintaining stable, equitable family
functioning

(Hamburg,

1983).

How can one help families going through these predictable crises?
The first step would be to assess the family's functioning.
Several researchers are attempting to design Impact-on-Family
Scales

(Kock, 1983; Fife, Hieham, & Deck, 1986; Stien & Riessman, 1980).

All of these measures are still in the development stage.
and validity of the measures are being tested.
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Reliability

The FAMS (Kock, 1983)

is an interview schedule.

The author

interviewed the entire family and videotaped it so that responses and
interactions could be analyzed.
The Impact-on-Family Scale (Stien & Riessman, 1980) uses an
interview format with the mother of a chronically ill child.
interview covers four factors:

The

financial burden, familial and social

impact, personal strain, and mastery.
Fife, Huhman, and Keck (1986) are developing a three-scale
assessment tool which includes:

an interaction assessment scale, an

emotional assessment scale, and an outpatient scale.

The questionnaire

is filled out by a professional who has had repeated and prolonged
contact with the family.
The purpose of all three measures is to assess the family's ability
to cope with the stress of chronic illness so that secondary
psychosocial problems can potentially be averted with support and
therapy when necessary.
In general, a family systems approach to therapy has become popular
for helping families with children in trouble.

There is evidence that

this approach can be effective in helping families of children with
intractable asthma to find healthier ways of coping (Minuchin, 1976).
The focus of treatment in the family systems literature is the
entire family.

The child's illness is seen as symptomatic of the

family's problems, or at least exacerbated by the family's problems.
Liebman, Minuchin, Baker, and Rosman (1976) wrote a seminal paper
on the subject of intractable childhood asthma and the role of the
family system.

It is his belief that among the many children afflicted

40

with asthma, there is a small minority (10%) who have what is referred
to as intractable asthma.

These children have not responded to normal

medical management and are on high doses of medication and still missing
school and have a severely restricted life style in general.

They are

also in the hospital and emergency room frequently for acute asthma
attacks.
Often these children are referred to psychiatrists but with poor
results.

From his work with 25 families with children with chronic

asthma, Liebman et al.

(1976) have outlined some general patterns of

family organization and functioning.

The following characteristics were

found to be common among these families:
1.

Enmeshment.

Boundaries between individuals are unclear,

especially generational boundaries.

Family members speak for each other

and roles are confused.
2.

Overprotectiveness.

The nurturing and protective responses on

the part of the parent result in isolation for the child from those
outside the family.

The entire family organizes around the care of the

sick child, suppressing intra-familial conflicts.
3.

Rigidity.

There is a great deal of investment in maintaining

the status quo.
4.

Lack of conflict resolution.

The family avoids conflict.

The

child's symptoms protect the family from confronting conflicts.
5.

The patient is involved in parent conflict.

A triad exists.

The child and one parent are bound together against the other parent.
This provides protection for the parents so they can avoid direct
conflict with each other.

The parents rely on the child’s illness to
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pull them together and suppress conflict, which reinforces the child’s
illness.

The odd parent out and the child create what Liebman et al.

refer to as a dysfunctional set.

Usually, this is the father and the

child.
Based on this conceptualization of the psychosomatic family,
Liebman et al. formulate a strategy for disengaging the child from the
marital conflict.

He restructures the family so that generational

boundaries are strengthened in the treatment process.
Liebman et al. also believe that families with a child with
intractable asthma are over-dependent on their pediatrician.

They see

their doctor as having magical powers and themselves as helpless.
doctor often plays a role in this dynamic.

The

Liebman et al. require the

pediatrician to become their ally and to sit in on the first family
session.

They say without this cooperation the pediatrician can

sabotage treatment by continuing to maintain the family's focus on the
medical aspects of the illness and on the child.
In order that treatment can be successful, the child and family
need to feel there is hope for improvement by making changes themselves.
Liebman et al. use relaxation and biofeedback with the child to
immediately reduce symptoms.

They have the dysfunctional parent rather

than the enmeshed parent work with the child.

As the symptoms are

minimized, restrictions on activity are loosened, reinforcing the
improvement.

Generally, as soon as the child improves, the focus shifts

to the marital relationship, freeing up the child to continue to improve
and individuate.
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Although no statistics are given, there is a claim that family
treatment does reduce the child's symptoms and reliance on high doses of
medication.

Hospitalizations are greatly reduced and the child begins

to live a more normal life with regular school attendance and increased
physical activities (Liebman, et al., 1976).
Liebman et al. argue that many of the families' problems stem from
the medical management of the illness by the physicians.

As stated

earlier in this paper, it is standard for the physician to recite a long
list of restrictions that the parents must enforce.

Commonly, a

pessimistic prognosis is portrayed to the family when the diagnosis is
made.

Liebman et al. recommend more patient and parent education so

that families can be more self-reliant in managing the illness at home
(Liebman, et al., 1976).
Conceptually, this theory is cogent and confirms anecdotal reports
(Sigelman, 1987) of over-dependence on the physician by families who
have children with intractable asthma.

However, there were no

references to actual research studies to confirm or contradict this
hypothesis.

Whenever one attempts to describe a heterogeneous

population in sweeping generalities, there is the potential to
misinterpret idiosyncratic behavior as part of a general pattern.

For

example, a pattern of over-dependence in some families could stem from
misinformation about asthma.

npvplonmental Issues and Childhood Asthma
In a previous section of the chapter, medical manageability was
discussed in relation to personality.
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The concept of maintenance of

disease as the result of particular personality styles and behaviors was
outlined.

One very important component of any interactional model

concerning childhood illness should be the child's developmental level
which impacts on the ability of the family and medical personnel to
manage the illness and the way in which the illness will affect the
child.
In the following section, the relationship between cognitive and
social-emotional development and chronic illness will be explored.

The

focus will be on children between eighteen months and three years.

This

is the most common age of onset for childhood asthma.

More than 70

percent of children with chronic asthma will develop the first attack
before the age of three years

(Falliers, 1970).

The Preschooler’s Conception of Illness
According to Piaget

(1969), prelogical thinking is typical of

children between eighteen months and six years of age.

It is

characterized by children's inability to distance themselves from their
environment.

This inability results in the child's use of immediate

spatial and temporal cues to explain cause and effect.

The child is in

effect bound to these cues which dominate his/her experience of the
world.

At this stage, the child explains illness in terms of

phenomenism and contagion and,

in doing so, relies on the immediacy of

perceptual experience (Bibace & Walsh, 1980).
Phenomenism is the most primitive explanation of illness and is
seen in children two to six years old.

The cause of illness is

understood to be an external concrete phenomenon which may co-occur with
the illness.

When asked, children at this stage are unable to explain
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how the co-occurring phenomena cause the illness.
my just four-year-old son, ”How do kids get colds?"

For examDle, I asked
He responded, "It

is in the air, then it comes into the toes and up through the stomach to
the nose.

Then my nose runs.- .

.

. When I get better it goes back out

into the air to the kids who are mean to me."
happen?"

"I don't know," he responded.

I asked, "How did that

Another example is a child

answering the same question with, "The sun gives it to you."
The child somewhat more advanced conceptually begins to understand
the concept of contagion.

The cause of illness is understood to be

located in objects or people which are proximate to, but not touching,
the child.

The link between the cause and the illness is accounted for

in terms of proximity or "magic."
colds?"

"From outside."

just do, that's all.

An example is, "How do people get

"How do they get them from outside?"

They come when someone gets near you."

don't know, by magic, I think."

"They
"How?"

"I

(Bibace & Walsh, 1980).

As the child matures, his conception of illness progresses through
several stages, each utilizing more sophisticated self-other dis¬
tinctions.

Control is increasingly seen as more internalized.

Thus, at

earlier developmental levels, appeals to personal control (for example,
a prescription to avoid particular foods) are useless, whereas with
children at later developmental levels, a sense of personal control
should be acknowledged in helping the patient to manage his/her own
illness.
At the pre-logical stage, the child is unable to conceptualize "If
this, then that" statements.

For example, the statement, "If you take
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this medicine now, then in a few hours you will breathe more easily" is
relatively meaningless to a toddler (Pridham, Adelson, & Hansen, 1987).
In a study by Perrin and Gerrity (1981), children were able to
answer some questions with greater conceptual maturity than others.

The

most difficult question for all children to answer was, "How can
children keep from getting sick?"

The concept of illness prevention,

then, which is so important in the management of asthma, is the most
difficult one for children to understand.

It is possible that the idea

of control over one's health is a more advanced concept and thus more
difficult to put to use.

The authors also found that children's

conception of illness parallels but lags behind their understanding of
physical causality, and there is some evidence that hospitalized
children demonstrate less advanced notions of illness causality than
healthy children.

It isn't clear why this occurs but there is

speculation that the stress of illness and hospitalization cause a
cognitive regression.

Chronically ill non-hospitalized children have

not been studied systematically in this area.
This area of research could help to pave the way for health educa¬
tion for children with asthma.

Turiel

(1961) and Kohlberg (1963) found

in their research on the moral development of children that educational
efforts should focus one stage ahead of where the child presently is,
but no higher.

In the management of asthma, it is important that the

adults understand the sequence of conceptualization of illness
causation, so that efforts to elicit co-operation from the child are
appropriate and effective.
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For preschool age children, medical procedures should be briefly
and concretely explained immediately preceding the procedure.

During

the procedure (for instance the I.V. administration of drugs), the
parent should explain in concrete terms exactly what is happening.
example:

For

"The liquid medicine is going down the tube through the needle

and into your vein.
stop very soon."

See, this is your vein.

It hurts now, but it will

After the procedure, the child needs to know how they

helped or coped with the procedure.

For example, "You held very still

while the doctor put the needle in and that helped a lot."
Psychosocial Development and Asthma in the Preschool Child
One of the major psycho-social developmental tasks for the 15- to
36-month-old child is the differentiation of the self from the mother
(Mahler, 1975).

Another important and related task is the development

of autonomous will versus shame (Erikson, 1959).

Both of these

processes require the parent and child to shift from one level of
relationship to another.

There are parallel tasks for both parent and

child.
Margaret Mahler has outlined the progression of the developmental
process referred to as the attachment-separation-individuation process
(A_s-l) .

Between the ages of birth and five months, the parent and

child progress through three phases of attachment:
patterned synchrony, and symbiosis.

naive synchrony,

At around five months, the

separation period begins and continues into the 24th month.
stage, the child progresses through three stages:
practicing, and rapprochement.

During this

differentiation,

The process of individuation begins

around 24 months and continues up to 36 months.
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The last two stages will be discussed in more detail because they
are directly relevant to the age of asthma onset.

Separation is

characterized by "hatching" from the symbiotic relationship with the
parent.

There is a beginning of a sense of self and other.

This can be

observed in the five-month-old's preferential smile and reaching out,
and an increasing interest in the outside world.

The parent should

allow the beginning of separation and remain emotionally available,
while providing stimulating objects and enjoying her child's interest in
the world.
During the practicing phase, around ten to fifteen months, the
child actively and physically practices leaving and returning to the
parent.

New locomotor skills make it possible for the child to nractice

being separate and coming back to the parent.

The parent acts as the

refueling station in the child's locomotor exploration of the world, and
increasingly uses language to reassure, encourage, and admonish.
The last phase of separation in Mahler's model is rapprochement.
In this phase,

the child's awareness of himself as separate from his

parent is firmly established.

The child at 15 to 24 months is

emotionally labile, and aware of his/her own vulnerability.

The child

struggles with the wish, on the one hand, to restore his omnipotence
through reunion and, on the other, to crystallize his autonomy.

He

emerges with a more realistic sense of personal boundaries, power, and
limitations.

The parent in this phase is possibly confused by her

child’s ambivalence.
to encourage autonomy.

It is her role to remain available emotionally and
She stimulates through symbolic means, supports
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coping strategies, sets limits, and responds with an increasingly
complex array of emotions.

Conflicts may arise between her interests

and the demands of the child.
Individuation is characterized by the beginnings of the attainment
of separate personhood at around 24 to 36 months.

This milestone is

based on the formation of two intra-psychic structures organized through
the attachment-separation-individuation process.

Emotional object-

constancy implies a stable, internalized maternal-representation which
can be called upon in the parent's absence; it is invested with positive
affect and represents the parent as a separate individual with both
positive and negative attributes.

Self-constancy implies a distinct

internal representation of the individual as separate from the parent
and the outside world.

This phase is characterized by the parent's

recognition of the child as an individual and junior -member of the
family.

The parent is able to leave her child, confident that he will

function for short periods in her absence.

The parent provides

opportunities for expanded exposure to the world at large and peers in
particular.

The child should be given the opportunity to employ limited

decision making at this phase.
This critical period characterized by ambivalence and increased
motor control and exploration is conceptualized somewhat differently by
Erikson (1959), who sees this period as the emergence of autonomous
will.

Having successfully resolved the earlier stage of trust versus

mistrust, the child is exploring his/her ability to control his/her
world.

If the child is not given ample opportunity to express the
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desire to "make the world," s/he begins to feel shame
is characterized by rage and revenge.

or doubt.

Shame

This is a crucial period that

occurs at the same time that s/he is beginning to gain control over
elimination.

Whereas the parent of the baby learning to trust needs to

have a sturdy faith in life, so the parent of the child striving for
autonomy must have a sense of dignity, self-worth, and self-reliance, in
order to guide the child.
The next stage in Erikson s model is the period of initiative
versus guilt.

Around the age of three years, the child moves from the

period of autonomous striving to initiative.

With a complete grasp of

language and ease in running and walking, the child now turns his/her
focus to imagination.
on goals.

S/he begins to play out social roles and focuses

He indulges in fantasies of being large and powerful; for

example, a lion or cobra.

It is important for the child at this stage

to do things independently as much as possible to test out his/her
capabilities.

The beginnings of conscience can be seen in the child who

is afraid of being found out as well as ashamed when found out.
Therefore, if the child is too strictly controlled, s/he will end up
feeling guilty, which, in turn, will restrict his/her zest for
initiating (Erikson, 1959).
There is no literature that attempts to explain the potential
impact of these developmental milestones on the manageability of the
child's asthma.

However, I would postulate that this age period is a

"high risk" group for several reasons.

Looking back at the section on

physiology and treatment, the reader will note that several medications.
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all with varying degrees of noxious side-effects, are required to
control asthma.

It is not unusual for the child to be hospitalized

during early attacks because the family is taken by surprise.

The child

is subject to procedures which restrict movement and are frightening.
When the child is discharged home, the family is given directions to
administer several medications several times a day.

The child is unable

to conceptualize the cause of the illness or the effect of treatment.
The parents and child are mired in a situation where they feel at cross
purposes.

The child needs to assert himself by saying "no," and the

parents are afraid that it they don't comply with the medication
schedule it will be their fault if the child gets sick again.

Often,

parents in this position feel dependent on the doctor and fearful of his
or her reproach.

I have often heard it said by parents of asthmatic

children under three, "Sometimes i think it is easier to have him in the
hospital receiving I.V. medication than at home, and then I feel guilty
for thinking this way."
Often, parents with children under three years use compromise,
diversion, and methods other than confrontation to direct their child.
When it is medicine schedules that the parent is enforcing, it is much
more difficult to remain relaxed and in good humor.

If the child

refuses to accept the medicine, there is a limit to the tactics one can
employ, and forcing rarely works.
Future research should focus on this very critical period of child
development and the relationship of developmental tasks to the chronic
illness of asthma.

Presently, there are very few educational or support
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programs designed for parents of toddlers and preschoolers with asthma.
Most programs are designed for school-age children and their families.
It is clear from the section on family systems that intervention
programs should be provided for the whole family.

For families of very

young children with asthma, the programs should address the issues of
separation and individuation, child management techniques for toddlers,
and support for their distressed parents.

Stress and Coping:

Families with a Chronically Ill Child

Overwhelming evidence that psychological and social factors do not
cause a particular illness ultimately led to the repudiation of the
concept of psychogenicity (Wiener, 1977).

Because the term

psychosomatic was taken to imply an acceptance of psychogenicity, the
entire field of psychosomatic medicine has lost ground as a scientific
discipline (Lipowski, 1977).

Psychosomatic medicine, the first attempt

to study the mind-body connection, has been replaced by transactional
models of illness, stress, and coping (Coyne & Holroyd, 1982).

There

has been a striking increase in research examining the stress and coping
processes thought to influence not only the etiology and onset of
disease, but also the experience, course, and outcome of illness, as
well as the utilization of medical care and compliance with and response
to treatment

(Moos, 1977).

This section of the review of literature will examine writings
pertaining to stress and coping with chronic illness including the
moderating factors of personality and social support.
stress is viewed as a transactional process.
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In this review,

Stress is not seen as an

environmental or simply a response, but rather as a person-environment
relationship in which a demand exceeds the person's resources for
adaptation (Coyne & Holroyd, 1982).
In the past, theorists have placed significance on stressful
events.

The assumption has been "that life-change events, by evoking

adaptive efforts by the human organism that are faulty in kind and
duration, lower bodily resistance and enhance the probability of disease
occurrence"

(Holmes & Masuda, 1974, p. 68).

It has further been assumed

that stress is inherent in the accommodation required by life change and
that an accumulation of life changes increases the likelihood of illness
regardless of whether the changes are positive or negative.

Studies of

the relationship between life change and illness continue to pro¬
liferate, but it appears that earlier estimates of the magnitude of the
relationship were considerably inflated.

Coyne and Holroyd (1982) found

contamination by items that directly or indirectly reflect the
occurrence of illness.

Measures of illness that have been used — such

as medical self-referral — reflect variables other than the presence of
illness.

It has also been unclear whether life change reflects the

early onset of illness and is an accommodation to it, or if life change
causes illness.

When these problems are accounted for, the proportion

of variance in illness explained by life change is quite modest.
Attempts to explain stress as simply a general physiologic response
have proved equally disappointing.

Individuals exposed to equally

stressful stimuli in the laboratory respond individually and
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differently.

When stress response is studied in more naturalistic

settings, the predictive ability of a noxious stimulus to exert a
particular physiologic response is even lower (Mason, 1971)
The individual within an environmental context and the specific
meaning the individual makes of a stressful situation are as important
to study as the objective events.

Again, the complex question arises:

why do some individuals successfully manage in the face of the most
horrendous conditions while others are destroyed by them?

To answer

this question, we are compelled to examine the factors that connect the
individual to his or her environment.

It seems to be the connectors or

individual appraisal of events, that mediate the relationship between
the individual and the environment.
Coping and appraisal are the most commonly employed terms in the
investigation of the individual's contribution to the equation (Lazarus,
1977) .

Primary appraisal is the judgment the individual makes about the

stressful situation.

Secondary appraisal is the judgment the individual

makes about his or her ability to manage the situation.
are connected in many ways.

The two terms

A situation will appear more stressful if

the individual feels helpless.

Coping is defined as the cognitive and

behavioral efforts by the individual to meet demands.
divides coping into two main areas:

Lazarus (1977)

cognitive, or problem-focused,

coping, and emotional, or the control of physiological arousal.
Problem-focused coping involves either changes in one's own problemmaintaining behavior or in the environmental conditions that are causing
the problem.

Emotional coping is the regulation aimed at reducing

emotional distress and maintaining a satisfactory internal state for
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processing information and for action.

Denial is a common example of

emotional coping used by many individuals early in the diagnosis of an
illness

(Hamburg, 1983).

A transactional perspective of the relationship between illness and
stress focuses more on the individual's coping abilities or maintaining
behaviors than it does on the possible psychogenic causes of illness.
Hill

(1958), based on his study of war separation and reunion,

devised a model of family stress and coping called the ABCX model.

In

this model, he defines A (the event) interacting with B (the family's
crisis meeting resources), interacting with C (the definition the family
makes of the event), producing X (the crisis).

Hill (1958) defines

crisis as any decisive change that requires new patterns of adaptation.
Hansen and Hill's

(1964)

later work introduced the concept of

"regenerative power," which refers to the variable ability of a family
to recover from a crisis.

Families vary between low and high

regenerative power.
In the process of adapting to life with a chronically ill child,
some families develop a range of coping behaviors directed at
strengthening their internal organization and at procuring social
support; and, in some cases, aimed at reducing or eliminating sources of
stress.

Other families seem less able to adjust.

Halladay (1984) cites several coping strategies that contribute to
positive adjustment commonly used by families of chronically ill
children.

The first and most basic is the assignment of meaning to the

chronic illness and the parents' development of an understanding of the
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specific features of the chronic illness.

This is the time when

information that is suited to the parents is absolutely essential.

When

information is not provided or is provided in a way that is difficult
for the parents to comprehend, serious problems emerge.

Information

reduces ambiguity of the situation by assigning meaning to the events,
which leads to the establishment of feelings of mastery and selfsufficiency by family members.

McLeod and Chafee (1972) note that

individuals search for information to help define uncertain situations,
especially when the demands for action require structuring of the
situation.

The parents' feelings of self-efficacy in previous

experiences determines their assertiveness in their search for
information.

The health care system can either promote the parents'

search for information and meaning or it can thwart it.

Halladay (1984)

points out that parents who adjust to caring for an ill child with
success are informed about the illness and have confidence in their
ability to perform necessary care-taking tasks.

These parents are

characterized by a sense of
. . . control and competence absent in parents with
ineffective coping patterns . . . parents who appear to be
adjusting less adaptively often have a negative and defeatist
attitude in relation to their predicament.
They appear
helpless and demoralized,
(p. 365)
Speaking of children who seem particularly resistant to stress
including the stress of chronic illness, Garmezy (1983) noted three
essential characteristics of stress resistance:

(1) personality char¬

acteristics of the children such as flexibility, social responsiveness,
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positive mood, and positive self-esteem;

(2) the presence of a warm

cohesive supportive family; and (3) the presence of a supportive social
network in the community.
In conclusion, most models of stress emphasize the variability in
an individual's response to stressful events.

The variability is the

result of mediating circumstances and unique personality character¬
istics.

The stress mediating factors most commonly studied are those of

social support and the personality variable called locus of control,
personal beliefs, or self-efficacy.

The Role of Social Support and Self-Efficacy as Mediators of Stress
Literature has documented that social support is a significant
determinant of individual differences in reactions to stress (Cassel,
1976; Cobb, 1976; Henderson, 1980; La Roces, House, & French, 1980).
However, there is disagreement about exactly which aspects of
social support actually enhance well-being.

There is no consensus on

one conceptualization of social support (Dean & Lin, 1977; Gottlieb,
1981; Shaefer et al., 1981).
Social support will be defined differently depending on whether one
is speaking to a sociologist, anthropologist, or psychologist.

However,

there is a convergence of inquiry that defines social support as a
phenomena of fundamental importance to human welfare.
In his critique of the literature on social support and its
relationship to physical illness, Barrera (1936) cites several major
problems .

.

. "definitions of social support are often so vague or so

broad that the concept is in danger of losing its distinctiveness. .
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.

and there is a disappointing lack of consistency in the research
findings"

(p. 126).

He claims that the term needs to be clarified

before it can be studied.

The goal of most research is to define the

relationship between social support and stress,

in his review, Barrera

(1986) organized social support into three main categories:
embeddedness,
support.

(1) social

(2) perceived social support, and (3) enacted social

Social embeddedness refers to the connections that individuals

have to significant others in their social environment.

The weakness

with this concept in relation to mediation of stress is that it
emphasizes the number of connections rather than actual support given.
An example of a method for studying social embeddedness would be to ask
an individual how many groups he or she belongs to without asking what
role the membership plays in the individual's life.
Perceived social support characterizes social support as the
cognitive appraisal of being reliably connected to others.

Many

measures of perceived social support incorporate two dimensions:
perceived availability and adequacy of supportive ties.

The emphasis on

these measures is not quantification of connections, but rather an
attempt to capture an individual's confidence that adequate support is
available if it is needed.
Enacted social support is the measurement of actual supportive
behaviors enacted over a period of time by significant others.
Cobb (1976), in his groundbreaking article on social support,
defined supportive relationships as those that "lead the subject to
believe that he is cared for and loved, esteemed, and a member of a
network of mutual obligations"

(p. 312).
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The complexity of the problem is increased by evidence that
different types of stressful events appear to require different types of
social support

(Billings & Moos, 1982; Dean & Linn, 1977; Mueller,

1980).
Concerning the relationship between social networks and parenting a
disabled child, Kazak (1987)

found few differences between families with

a disabled child and those with well children.

The only significant

difference noted was the density of the families' network rather than
the size.

The important others in the life of mothers with disabled

children were more connected with each other than were important others
in the life of mothers with well children.
and Wilcox (1984)

In an earlier study, Kazak

found that families with children with spina bifida

had smaller friendship networks, but the same size family networks as
families with well children.

These studies lack attention to the

quality of relationships and the individuals' satisfaction with the
quality of the relationships.

Several recent studies have indicated

that perceived social support or support-satisfaction scales are more
highly correlated with both physical and mental health than are network
size or enacted support

(Sandler & Barrera, 1984; Cutrona, 1984).

What is it about social support that buffers stress?

Studies

indicate that social support facilitates the maintenance of self-esteem
in times of stress (Cobb, 1976, 1979; Cohen & McKay, 1984).

In turn,

high levels of self-esteem are linked to adaptive coping behaviors
(i.e., behaviors that eliminate the source of stress or reduce the
intensity of negative emotional reactions (Pearlin 1 Schooler, 1978).

r
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The notion that self-esteem can lead to adaptive coping is similar to
Bandura's

(1977) concept of self-efficacy.

Perceived self-efficacy is

concerned with judgments of how well one expects to cope with upcoming
situations.

According- to Bandura (1977, 1982), perceptions of self-

efficacy affect how much effort people will expend and how long they
will persist in the face of obstacles or aversive experiences.

Self-

efficacy judgments also affect cognitive and affective reactions to
stress.

When faced with stress, those who have low estimations of their

own efficacy tend to give up easily, make internal attributions for
failure, and experience high levels of anxiety and/or depression.

By

contrast, individuals with high self-efficacy beliefs are persistent,
avoid self-denigrating attributions, and experience less anxiety and
depression (Bandura, 1982) .
Relationships with others can affect perceived self-efficacy.
Bandura (1977, 1982) lists four sources of self-efficacy beliefs:
performance attainments, physiological states, vicarious learning, and
verbal persuasion.

The latter two originate in interactions with others

Encouragement from significant others, such as friends, spouses, and
health care providers, could be described as verbal persuasion.
Vicarious learning can occur in parent support groups, parent education
programs, and from exposure to other families.
Cutrona and Troutman (1986) examined the role of social support in
postpartum depression in mothers of newborns, using a measure of
perceived social support.

Their goal was to examine the mechanism that

might mediate social support.

They were interested in the aspect of
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social support that buffers young mothers against the stress of birth
and the care of a temperamentally difficult child.

The authors

hypothesized that one result of caring for a temperamentally difficult
infant may be a gradual erosion in the mother's feelings of competence
as a parent.

A model of postpartum depression was tested in which (a)

difficult infant temperament was construed as a stressor and (b)
supportive interpersonal relationships were construed as a protective
resource.

It was hypothesized that both infant temperamental difficulty

and level of social support would affect maternal depression through the
cognitive mediation of perceived self-efficacy in the parenting role.
Participants included 55 married women who were assessed during
pregnancy and again three months postpartum.

Infant temperament was

assessed through observation, maternal crying records, and the Revised
Infant Temperament Questionnaire.

The authors found that infant

temperamental difficulty was strongly related to postpartum depression,
by eroding the parents self-esteem or self-efficacy.

Social support was

found to buffer against depression by positively affecting the mother's
self-efficacy.
This model could be used to describe the relationship between
maternal stress and parenting a child chronically ill with asthma.

The

experience of parenting a child with asthma could be seen as potentially
eroding of parental self-esteem.

Although asthma can often be

controlled with medication, it is common in a very young cluld for an
asthma episode to come on suddenly for no apparent reason.

A parent

might then attribute the asthma episode to her lack of ability to
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predict and control the illness.

With adequate social support it is

possible that the effects of this type of experience could be buffered,
and the mother's self-esteem held intact.

There is possibly a

reciprocal relationship between social support and self-efficacy.

If an

individual feels competent in general they may be able to reach out and
receive the support they need, thereby feeding on their feelings of
competence and self-efficacy.

There could also be a reciprocal

relationship between self-efficacy beliefs and actual increased ability
to control the illness, which would reinforce feelings of competence.
The final study reviewed in this chapter was conducted by McKinney
and Peterson (1987).

They examined the role of child diagnosis, type of

early intervention program, social support network and perceived control
as moderators of stress in mothers of developmentally disabled children.
Sixty-seven mothers completed a battery of questionnaires assessing
child characteristics, parent mood, social support, and locus of
control.
1.

Some of the hypotheses tested were as follows:
Effects of child diagnosis:

The authors believed that mothers

of children with motor disabilities would obtain higher stressor and
stress response scores than mothers of children with Down's Syndrome.
2.

Effects of social support:

Mothers describing a more extensive

support network would report fewer symptoms of stress.
3.

Effects of perceived control:

Mothers with a high degree of

perceived control would report fewer symptoms of stress.
The authors attempted to separate out stressors and stress response
using a variety of instruments.

Results indicated that there were no

significant effects of type of intervention on the child-related
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stressor measure nor on the stress reaction measure.

There were also no

significant differences in stress levels between mothers of Down's
Syndrome and Cerebral Palsy children,

mothers' work status, or age of

child in stress levels.
There was a highly significant correlation between the subjects'
Spheres of Control Scores and Sense of Competence subscore on the Parent
Stress Index.

A multiple stepwise regression was performed on the

measure of Mother's Sense of Competence with Child Characteristics,
Spouse Support, Perceived Control, and Spouse Support x Perceived
Control entered into the equation.

Three variables accounted for a

significant portion of variance for Sense of Competence : Child
Characteristics, Perceived Control, and Spouse Support x Perceived
Control.

Together, they accounted for 37% of the variance in Sense of

Competence, R2=.37, F=12.68, 2p<.000.

Spouse Support alone did not

provide a significant contribution.
It would have been interesting if the authors had included Social
Support Network Size in the equation to further test Cutrona and
Troutman's

(1986) hypothesis that self-efficacy, similar to sense of

competence, is increased by social support.
It is possible that the Social Support Network score did not
predict stress response scores because it measured the quantity of
support or size of the network rather than satisfaction with or quality
of the support provided.
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The most interesting finding of the study was the Perceived Spouse
Support x Perceived Control interaction.

Mothers with high Perceived

Control and low Perceived Spouse Support scored higher on all the stress
response measures.
McKinney and Peterson (1987) point out in their discussion the
difficulties of separating out stressors from stress response variables.
There is a cyclic effect of child characteristics and maternal stress
that impact on each other.

The authors recommend intervention programs

designed to break negative stress cycles in families with handicapped or
sick children.
In conclusion, it appears that perceived social support and a sense
of being competent or in control affect the ability of individuals to
cope with stressful events.

The stress of caring for a child with

asthma will vary depending on a host of factors that impact on the
parents* ability to cope.

The parents' coping strategy, in turn, either

enhances or undermines the young child's ability to develop optimally.
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CHAPTER

III

METHODS

This chapter includes six sections:

the stated hypotheses of the study,

the method of recruitment of subjects, an overview of the questionnaire used,
limitations of the questionnaire, and method of data analysis.
Hypotheses
A model is proposed that examines the variability in perceived stress
among parents of children six years old and younger with asthma.

Variables

which exacerbate or mediate stress are predicted in the following hypotheses.
1.

Parents of younger preschoolers with asthma will experience greater

levels of stress than parents of older preschoolers with asthma.
According to Abidin (1980)

and Weinberg and Richardson (1981), parents

of younger children in general experience more stress than parents of school
age children.

Compliance with medication requires a certain degree of

cooperation from the child who is sick with asthma.

From a developmental

perspective, it would be easier to elicit cooperation from a child who has
some understanding of the illness and need for the medication (Bibace & Walsh,
1980).
2.

Parents of children more recently diagnosed with asthma will

experience more stress than parents of children less recently diagnosed with
asthma.
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According to Hamburg (1983), the first "predictable crisis" of chronic
illness is the diagnosis.

The family goes through a period of adjustment and

adaptation (Patterson & McCubbin, 1983).

Additionally, the parents and

physician require a certain amount of time to understand the child’s
particular triggers and response to treatments before the symptoms can be well
controlled (Plaut, 1985).
3.

Parents who have less knowledge about their child's asthma will

experience more stress than parents who have more knowledge about their
child's asthma.
The literature shows that parents and children who know more about
asthma have fewer emergency visits, and miss fewer days of school (HindiAlexander & Cropp, 1981).

As a result, the family's life resembles more

closely that of other families without the stress of chronic illness.

.
4.

Parents who utilize a fee-for-service physician will experience more

stress than parents who belong to a health maintenance organization (HMO).
The goal of many HMOs is to keep patients healthy, thus reducing
hospital related cost.
use increases.

The profits of the organization decrease as hospital

On the other hand, physicians in fee-for-service practices

have no financial incentive for avoiding hospital utilization.

In fact, the

more frequently services are utilized, the more the fee-for-service physician
is reimbursed.

It is expected that this would be reflected in the amount of

time physicians spend educating patients to prevent potential emergency
hospital visits.

It is also expected that emergency visits and

hospitalizations are in themselves stressful for families, therefore families
with fewer hospitalizations would experience less stress.

66

self-efficacv.
Although there is disagreement over the role of perception of control in
chronic illnesses such as cancer and degenerative diseases (Reid, 1984), it
appears that in illnesses where symptoms are controllable and reversible with
proper medical treatment that internal control is beneficial to adaptation,
especially when parents are in the responsible role.

Schaefer (1986)

postulates that internal locus of control parents have developed a progressive
ideology toward life; they view life in positive ways, are effective problem
solvers, see the future in an optimistic way, and tend to see difficult
situations as creative challenges.

Self-competence is the belief that one can

cope and thereby control challenging situations with success.

A sense of

competence in this study is similar to self-efficacy.
6.

Parents with less perceived social support will experience more

stress than parents with greater perceived social support.
Social support, in its various forms, has been linked to better
adjustment in families and as a buffer against stressful life events
(Garbarino, 1982; Billings & Moos, 1981; Kazak, 1987).

Subjects
Any parent who had a child six years of age or younger, diagnosed as
having asthma without any other handicapping conditions or illness, was
invited to participate in the study.

Posters, with packets of questionnaires,

were put in pediatric practices, HMOs, and in one pediatric allergist's office
in Hampshire and Hampden Counties, Massachusetts between May and August of
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1988.

Subjects were also recruited through a mailing list of the Springfield,

Massachusetts Lung Association.
anonymous.

Participation in the study was voluntary and

In return for participation, parents received a copy of Luke Has

Asthma, Too (Rogers, 1987), a book written specifically for preschoolers with
asthma, and a complimentary copy of the MA Journal (See Appendix A for cover
letter).

Because packets of information and questionnaires were available

through physician's offices, it is not possible to know who chose not to
participate and why.

One hundred questionnaires were distributed and 60

returned; four were not used in the study because they were either incomplete
or the child had a complicating condition other than asthma.

The Questionnaire
The questionnaire was made up of four short measures (see Appendix B).
All but one of these measures (the Knowledge of Asthma measure) have been used
widely and have been tested for reliability and validity.
In addition to demographic information, there are two questions
regarding control of the child’s asthma.

The first question asks the parent

how often the child has had emergency treatment for asthma in the last six
months.

The second question asks how often in an average week the child's

asthma disrupts his or her sleep.

These two questions reflect how well

controlled the illness is as well as longer forms (Schwartz, 1984).
The first section of the questionnaire is called the Knowledge of Asthma
(KOA).

Information for this section of the questionnaire was taken from

several well-established family asthma education programs (Hindi-Alexander &
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Cropp, 1981; Plaut, 1985).

Questions include degree of parental satisfaction

with the child's medical care, and parental level of understanding of the
child's illness.
The second section of the questionnaire is called the Perceived Stress
Survey (PSS) .

The PSS is a 14-item self-report measure of perceived stress

(Cohen, Kamarck, & Mermelstein, 1983).

The scale was designed to measure the

degree to which life situations are appraised as stressful.

In studies of

validity, the PSS was correlated with life event scores, depressive and
physical symptomology, utilization of health services and social anxiety.
The PSS was designed for use with community samples having at least a
junior high school education.

The questions are general in nature and hence

relatively free of content specific to any sub-population.
The means ranged from 23.18 in a college sample to 25.0 in community
smoking cessation sample.

Standard deviation in the college population was

7.31 and in the smoking cessation, 8.00.
and 7 to 47, respectively.

The ranges of scores were 6 to 50

The means were slightly but not significantly

higher for the female populations.

There was no correlation between the age

of the adult respondents and scores.
three samples ranged from .84 to .86.
the tests are given closer together.

Coefficient alpha reliability in the
Test-retest reliability is higher when
The retest reliability for 82 college

students tested two days apart was .85; however, a six-week retest in the
smoking cessation group yielded a .55.

The test, therefore, is testing a

state quality rather than a trait.
The PSS correlates significantly with utilization of health services
during the five-week period following completion of the scale (Cohen et al.,
1983) .
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In reference to the appropriate use of the PSS, the authors (Cohen et
•

>

1983) note that

... it can also be used to look more closely at the

process by which various moderators of the objective stressor/pathology
relationship operate.

For example, we could determine whether social support

protects one from the pathogenic effects of stressful events .

. ."

The use

of the PSS in the proposed study is consistent with the authors' concept of
the instrument's usefulness.
The third section of the questionnaire is the short form of the Social
Provisions Scale (SPS).

The SPS (Russell & Cutrona, 1984) covers six

components or provisions of social support identified by Weiss (1974).
six components are:

These

(1) attachment, intimate relationships in which the

person receives a sense of security and safety;

(2) social integration, a

network of relationships in which individuals share interests and concerns;
(3) opportunity for nurturance, relationships in which the person is
responsible for the well-being of another;

(4) reassurance of worth,

relationships in which the person's skills and abilities are acknowledged;

(5)

reliable alliance, relationships in which the person can count on others for
assistance under any circumstances; and (6) guidance, relationships with
trustworthy and authoritative individuals who can provide advice.
The measure asks respondents to rate the degree to which their social
relationships are currently supplying each of these provisions.

When

administered to a representative sample of 505 undergraduate and graduate
students at the University of Iowa, Cronbach's alpha coefficient for the total
social provisions score was .84 (Russell, Cutrona, Rose, & Yurko, 1984).

In a

sample of elderly adults' test-retest reliability for the total score was .55
over a six-month period (Cutrona, Russell, & Rose, 1984).
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Among first-year

college students, the SPS accounted for 66% of the variance in scores on the
UCLA Loneliness Scale (Cutrona, 1982).

In a study with 300 school teachers

(Russell, Altmaier, S Tan Velzen, 1984), results indicate that social
provisions scores were predictive of loneliness, depression, and health
status.
The correlation between the short form (Troutman & Cutrona, 1986) and
the long form is .92, and Cronbach's alpha for the short form is .65.

The

mean for the short form is 21.4 with a standard deviation of 3.04 (Cutrona,
personal communication).
The fourth and final section of the questionnaire is the subscale Sense
of Competence, from the Parenting Stress Index (PSI).

The PSI is a 126-item

self-report measure of stress in the parent-child system (Abidin, 1983).

The

PSI is divided into three domains of stress:

(2)

(1) child characteristics;

mother characteristics; and (3) situational characteristics.
The PSI was developed as a screening and diagnostic instrument for
use with parents of children age 10 and below, with the primary
focus being on the preschool child.
The PSI validly identifies
parent-child systems under stress and at risk for dysfunctional
parenting and the development of emotional pathology in children.
In addition to yielding a total index of stress, it provides
scores relevant to stressors associated with child character¬
istics, parent characteristics, and life stress events. . . . The
PSI reference list of over 70 citations includes research on such
populations and topics as I) Populations - normal families, ADD,
abused children, LD, hyperactivity, premature infants, apnea and
SIDS, cerebral palsy, autism and mental retardation; and II)
Topics - marital adjustment, prediction of deviance, assessment of
treatment outcomes, attachment, at-risk screening, family
interactions, mother's health, childhood accidents, parental self¬
esteem, unwanted pregnancy, and separation and divorce.
(Abidin,
1987, p. 2)
The normed sample for form 6

(N=534) was drawn from parents visiting

small private pediatric groups and included some parents of children with
behavior and health problems as well as parents of normal children.

71

Characteristics of the normative sample of mothers are as follows:

92% were

white, 6% were black; income varied with approximately 25% of the families
receiving less than $10,000, and 25% receiving more than $20,000 annually;
approximately one-third were college graduates; age ranged from 18 to 61 years
with a mean age of 29.8 years; the target children ranged in age from one
month to 19 years, with a mean age of 14 months and median age of 19 months
(Peterson & McKinney, 1984).
Reliability and validity data for the PSI comes primarily from a large
number of studies which are presented in the manual.
ranges from .59 to .91.
year.

Test-retest reliability

The time between tests varied from three weeks to one

Validity for the purpose of this study stems from research correlating

PSI scores with parental anxiety, and from comparisons of normal samples and
high risk samples.

Abidin (1983) cites several studies of concurrent validity

in the PSI manual.

In one study, 53 mothers were given the PSI and the State

Trait Anxiety Instrument (STAI).

Scores were significantly correlated, r =

.68, £ = .05 for the parent domain of the PSI and trait anxiety.

"These

sources of validity information suggest the PSI is measuring an important
aspect of parents' perceptions which are related to child characteristics,
parent stress, and child-rearing problems" (Peterson & McKinney, 1984, p.
509) .
The Subscale, Sense of Competence, is comprised of 13 items, the alpha
reliability is .74 and there are normed scores for the subscale.
29.2 with a S.D. of 6.3.

The mean is

A clinically high score is considered 37 and above.

72

Limitations of the Questionnaire
Families who do not get regular medical care from a physician are not
represented in the study.

These are families that probably experience greater

stress because they lack consistent medical care.

It is a limitation that

this study does not reflect their experience.
Some may argue that the measures used in this study are subjective and
therefore not reliable.

In his book, The Ecology of Human Development.

Bronfenbrenner (1979), speaking about the concept of psychological field
states, said: "In this construct the environment of greatest relevance for
scientific understanding of behavior and development is reality not as it
exists in the so-called objective world but as it appears in the mind of the
person ..."

(p. 23).

This phenomenological perspective guides the purpose

and intent of the present study.

However, some objective measures would have

strengthened the findings.
Self-reports that require a forced-choice response increase consistency
of measurement and general reliability of the instrument.
easily analyzed and interpreted.

Data can be more

However, because subjects are required to

choose one response, this type of measurement may not accurately record a
person’s true attitudes or feelings about the topic being researched.

Interviews
A postcard was mailed with each questionnaire asking if subjects would
be willing to participate in a follow-up interview.
said they would be willing to participate.
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Of 56 respondents, 53

Due to time constraints, five subjects were chosen from the 53.
Subjects were chosen on the basis of their unique circumstnces, very high
stress score, or very low stress score.

The purpose of the interviews was to

illuminate the results received from the questionnaire.
All interviews were open-ended and began with questions regarding the
questionnaire used.

I obtained information regarding clarity, reliability

over time, and relative importance of items.

The remaining hour was spent

listening to each mother talk about her experiences raising a young child with
asthma.

Data Analysis

Questionnaires and answer sheets were coded for computer analysis of
data.

The Statistical Package for the Social Sciences (Nie, Hull, Jenkins,

Steinbrenner, & Bent, 1975) was used to perform data analysis.
Frequencies of all responses were calculated for descriptive analysis of
data.

Frequencies of demographic data were used to describe the sample

population.
The PSS scores were used as the dependent variable.

Age of child,

amount of time since diagnosis, knowledge of asthma score, type of health
care, social support scores, and sense of competence scores were considered
independent variables.

Pearson Product-Moment correlations were used to

determine relationships between each of the independent variables and the
dependent variable, except for types of health care.

For this hypothesis, a

t-test was used to examine the difference in the means on the PSS between
groups belonging to an HMO and those who saw a fee-for-service physician.

74

Post-hoc analysis of the interrelationships between independent
variables was done to see if there were significant relationships between
variables.
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CHAPTER

IV

RESULTS OF THE STUDY

Statistical and descriptive analysis of data are presented and
discussed in this chapter in the following order:
-

Description of participants;

-

Demographic and descriptive statistics;

-

Testing the hypotheses; and

-

Post-hoc analysis of the interactions of independent and dependent
variables.

Description of the Participants
Although all parents were invited to respond to the questionnaire,
all 56 respondents were mothers.

Perhaps this is not surprising since,

in most families, it is the mother who assumes responsibility for care
of the child with asthma regardless of presence or absence of the father
(Travis, 1976).
The mean age of mothers was 32 with an age range of 23 to 42 years.
Forty-four mothers (78.6%) were married, two (3.6%) were separated, five
(8.9%) were divorced, and five (8.9%) were never married.
Educational level of mothers ranged from 8th grade (2, or 3.6%) to
graduate or professional school (14, or 25%).

Eight mothers (14.3%)

completed high school, 19 (33.9%) completed vocational or some college,
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and 13 (23.2%) had graduated from college.

The fathers' educational

level ranged from high school (7, or 12.5%) to graduate or professional
school (11, or 19.6%).

Twenty-four fathers (42.9%) completed vocational

or some college, and 13

(23.2%) graduated from college.

The target children were 6 months to 6 years and 10 months of age
at the time of the study.

The mean age was 4 years and 1 month.

Boys

outnumbered girls in the sample population by almost 2 to 1, consistent
with the national average.

There were 37 boys and 19 girls in this

study.
Thirteen families had at least one other child in the family with
asthma, and 43 families had no other children with asthma.

One mother

had three adoptive children with asthma.
The average amount of time since diagnosis for the children in the
study, as reported by their mothers, was 2 years.

The amount of time

since diagnosis ranged from 3 months to 6 years and 6 months.

The

majority (67.9%) of children had been diagnosed as having asthma more
than one year prior to the study.
The families saw 26 different physicians belonging to seven
different groups.

Twenty-one families were members of an HMO, and 35

families obtained their child's health care from fee-for-service
physicians.
Control of asthma was defined by the number of emergency treatments
in the last six months and the number of nights during a week that the
child's asthma disrupted his or her sleep.

Twenty-five children

received emergency treatment more than two times in the last six months;
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31 children received emergency treatment one time or not at all in the
last six months.

Ten children were disrupted from sleep more than twice

in an average week, forty-four children were disrupted not at all or
only once per average week.

Please note that 0-1 was combined into one

category based on a study by Shwartz (1984) .
the children.

Data was missing on two of

(See illustration of the above data in Table 1.)

Results of Questionnaire Responses
All 56 subjects completed all questionnaire items except for the
questions regarding stress resulting directly from their child's asthma,
which 43 subjects answered.

The tables give a graphic description of

how each item was answered by the subjects as well as an overview of the
total scores for the group.
The mean score for the Knowledge of Asthma (KOA) section of the
questionnaire was 14.46, with a range of 9-21; standard deviation was
2.89.

Table 2 contains data on items from the KOA.

Scores on the

Perceived Stress Survey (PSS) ranged from 11 to 44, the mean score was
25.01, and standard deviation was 7.75.

These scores are very similar

to the large samples obtained by Cohen, Kamarck, and Mermelstein (1983)
and reported in Chapter III.

Table 3 contains data regarding the PSS.

The scores for the Social Provisions Scale (SPS) ranged from 12 to 25,
with a mean of 20.4 and a standard deviation of 2.98.
information regarding the SPS.

Table 4 provides

The last section of the questionnaire

was Sense of Competence (SOS) and these scores ranged from 17 to 47,
with a mean of 29.75 and standard deviation of 6.60.

Again, a

comparison can be made between these scores and those of larger samples
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Table 1.

Demographic Information
(N=56)

Mothers' age

Mean = 32

Range = 23-42 yrs.

Child's age

Mean = 4 yrs., 1 mo.

Range = 6 mos.-6 yrs., 10 mos.

Other children
w/asthma

No = 43

Yes = 13

Amount of
time since
diagnosis

Mean = 2 yrs.

Range = 3 mos.-6yrs, 6 mos.

Educational Level of Parents
Mothers
%
#
8th grade or less
High school completed
Vocational or some College
College graduate
Professional or Graduate School

2
8
19
13
14

Fathers
%
#

3.6
14.3
33.9
23.7
25.0

Control of

0
7
24
13
11

0
12.5
42.9
23.2
19.6

sthma
Less than
2 times
%
#

Emergency treatments in last
six months

31

Disruption of sleep in average
week

44

55.4

Greater than
2 times
%
#

25

44.6

17.9
78.6
10
(missing #=2, %=3. 6)

Table 2.

Responses to the Knowledge of Asthma Section
(N=56)

Never
(#
%)

.

1

2.

3.

4.

5.

6.

7. .

8.

9.

10.

11.

Some¬
times
(#
%)

Always
(#
%)

I know what triggers (causes)
my child's asthma episodes.

1

1.8

36

66.1

18

32.1

I know when to give my child
medication at home.

0

0.0

20

35.7

36

64.3

46

82.0

3

5.4

7

12.5

I know when to call the
doctor about my child's
asthma.

0

0.0

16

28.6

40

71.4

My doctor's instructions are
clear and easy to follow.

1

1.8

8

14.3

47

83.9

I feel anxious about treating
my child's asthma at home.

7

12.5

37

66.1

12

21.4

It is hard for me to get my
child to take the medicine my
doctor prescribes.

4

7.1

34

60.7

18

32.1

I keep a diary of my child's
asthma symptoms.

35

62.5

12

21.4

9

16.1

I feel satisfied with the
care my child receives from
his/her doctor.

5

8.9

16

28.6

35

62.5

I have attended a support/
education group for parents
of children with asthma.

42

My doctor gives me written
instructions about treating
my child's asthma.

25

I use a peak flow meter at
home.

4
10
=
25%)
75%;
Have
(Have not =

44.6

26

46.4

2

Continued on the next page.
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Table 2., continued:

Never
(#
%)

12.

13.

When my child has an asthma
episode, I feel tense.
I see myself as very capable
of taking care of my child
when he/she is sick with
asthma.

KOA Scores
Range:
9-21
Mean:
14.46
Kurtosis:
-.355
Std. Dev.:
2.89

%>

Always
(# %)

16

28.6

35

62.5

5

8.9

1

1.8

25

44.6

30

53.6

Frecruencies
Score
No. of Subiects
9-12
13-16
17-21

13
30
13

Total =

NOTE:

Some¬
times

56

All questions were answered by all 56 subjects.
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Table 3.

Perceived Stress Survey (PSS)
(N=56)

Never

Almost
never

Sometimes

Fairly
often

Very
often

been upset because
of something that
happened unexpec¬
tedly?

1

8

36

10

1

felt that you were
unable to control
the important things
in your life?

4

16

26

7

3

felt nervous and
"stressed”?

1

5

28

13

9

dealt successfully
with irritating
life hassles?

0

2

12

32

10

felt confident about
your ability to
handle important
changes that were
occurring in your
life?

0

2

15

27

12

felt confident in
your ability to
handle your per¬
sonal problems?

0

2

21

16

17

felt that things
were going your
way?

3

6

22

17

8

felt that you could
not cope with all
the things that you
had to do?

6

13

25

In the past month, how
often have you:
1.

2.

3.

4.

5.

6.

7.

8.
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Table 3., continued:

Never

9.

10.

11.

12.

13.

14.

Almost
never

Sometimes

Fairly
often

Very
often

been able to control
irritations in your
life?

1

7

22

21

5

felt that you were
on top of things?

1

5

26

22

2

been angered be¬
cause of things
that happened that
were outside of
your control?

0

12

27

13

4

found yourself
thinking about
things that you
have to accomplish?

0

2

8

25

21

been able to con¬
trol the way you
spend your time?

0

10

25

16

5

felt difficulties
were piling up so
high that you
could not overcome
them?

4

26

16

5

PSS Scores
Range:
11-44
Mean:
25.01
Kurtosis: .065
Std. Dev.: 7.75

Score

Freguencies
No. of Subiects
16
24
16

11-19
20-28
29-44

Total =

83

56

Table 4.

Social Provisions Scale (SPS)
(N=56)

Strongly
Agree

.

.

.

.

Agree

Not
Sure

Disagree

Strongly
Disagree

I can always depend
on my family to help
me if I really need
it.

25

19

3

4

5

I have friends who
enjoy the same
activities I do.

14

29

8

3

2

2

8

10

21

15

There is a trustworthy person I
could turn to for
advice if I were
having problems.

27

20

6

3

0

There is no one
who really relies
on me for their
well-being.

0

2

5

5

44

I don't think people
at work, school, or
in groups I belong
to, know and value
me.

SPS Scores
Range:
12-25
Mean:
20.48
Kurtosis: -.072
Std. Dev.: 2.98

Score

Frequencies
No. of Subiects

12-17
18-21
22-25

9
24
23

Total =

84

56

Table 5.

Sense of Competence Scale
(N=56)

Strongly
Agree
1.

2.

3.

4.

5.

6.

7.

When ray child came
home from the hos¬
pital, I had doubt¬
ful feelings about
my ability to handle
being a parent.

Agree

Not
Sure

Disagree

Strongly
Disagree

4

9

9

17

17

Being a parent is
harder than I
thought it would
be.

16

19

7

9

5

I feel
on top
when I
for my

10

30

9

7

0

I can't make de¬
cisions without
help.

0

7

6

20

23

I have had many
more problems
raising children
than I expected.

7

19

6

17

7

I enjoy being a
parent.

41

10

3

2

0

I feel that I am
successful most
of the time when
I try to get my
child to do or
not do something.

11

38

5

2

0

capable and
of things
am caring
child.

Continued on the next page.
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Table 5., continued:

Strongly
Agree

8.

9.

Agree

Not
Sure

Disagree

Strongly
Disagree

Since I brought
my last child
home from the
hospital, I find
that I am not
able to take
care of this
child as well as
I thought I
could.
I need
help.

0

4

5

19

28

I often have the
feeling that I
cannot handle
things very well.

3

7

6

22

19

10. When I think about myself as a parent, I believe:

(please circle)

Number circled
1.
2.
3.
4.
5.

I can handle anything that happens.
I can handle most things pretty well.
Sometimes I have doubts, but find that
I handle most things without any problems.
I have some doubts about being able to
handle things.
I don't think I handle things very well
at all.

11. I feel that I am:

.

1

2.
3.
4.
5.

4
26
21
4
1

(please circle)

a very good parent.
a better than average parent.
an average parent.
a person who has some trouble being
a parent.
not very good at being a parent.

15
30
9

2
0

Continued on the next page.
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Table 5., continued:

.

12

What were the highest levels in school or college you and the
child's father/mother have completed?
(please circle)
Mother:

.

1

2.
3.
4.
5.

l-8th grade
9-12th grade
Vocational or some college
College graduate
Graduate or professional school

2
u«
19
13
14
~56"

Father:

.

1

2.
3.
4.
5.

l-8th grade
9-12th grade
Vocational or some college
College graduate
Graduate or professional school

0
7
24
13
11
Total =
55
1 missing

In the last month, how often have you felt nervous or "stressed"
because of your child's asthma?
(please circle)

.
.

0
1

2.
3.
4.

Never
Almost Never
Sometimes
Fairly Often
Very Often

3
3
23
13

1
Total =
43
Missing 13 responses

SOC Scores
17-47
Range:
Mean:
29.75
-.068
Kurtosis:
6.60
Std. Dev.:

Frequencies
Score
No. of Subjects
17
26
13

17-26
27-34
35-47

Total =

87

56

outlined in Chapter III; they are very similar.
information on the SOC.

Table 5 provides

It is interesting to note that the number of

cases with scores over 37, which is considered clinically at risk
(Abidin, 1983) , is 9 (14.3%) .

The last question to be considered is one

that asked parents directly how often they felt nervous or stressed by
their child s asthma in the last month.
questions in the PSS.

It is the same format as the

Forty-three mothers responded to this question.

Responses were as follows:

3=never; 3=almost never; 23=sometimes;

13=fairly often; l=frequently.

Thirteen questionnaires were missing

this information.

Discussion of Questionnaire Responses
The Knowledge of Asthma items provided information regarding many
aspects of caring for a preschooler with asthma.

The majority of

parents (66.1%) sometimes knew and 32.1% always knew what caused their
child's asthma episodes.

One hundred percent of the parents knew when

to give medicine sometimes (35.7%), or always (64.3%).
majority of parents

However, a large

(92.8%) sometimes or always had trouble getting

their child to take the medicine.
Peak flow meters were used by a small minority of parents.

Very

young children (under 3 years of age) have difficulty using the device.
For children over 3 years it is considered to be the most objective
measurement of breathing capacity.
Another tool for prevention used by self-care proponents is the
asthma diary (62.5% of parents never used it; 21.4% of parents sometimes
used it; and 16.1% of parents always used the diary).
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There were several questions regarding the parents' view of their
physician, including level of satisfaction with health care received.
The great majority of parents knew when to call their doctor, felt their
doctors' instructions were easy to follow, and were satisfied with the
care they received.

Almost half the parents said their doctors never

gave written instructions.

Another 46.4% said their physicians

sometimes give written instructions.

Only 8.9% of parents reported that

their physicians gave written instructions all the time.
Several questions were concerned with the parents’ anxiety level
when their child was sick with asthma.

The majority (66.1%) reported

feeling anxious sometimes, 12.5% never did, and 21.4% always felt
anxious while caring for their child at home.

Most parents felt capable

of caring for their child sometimes (44.6%) or always (53.6%).
So, although the majority of parents did not receive written
instructions, and did not use peak flow meters or asthma diaries, they
still felt capable as a group about caring for their child.
Only 25% of parents had attended a support/education group for
parents of children with asthma.
The Perceived Stress Survey (PSS) items showed that, although
parents experienced stress, the majority felt they were able to cope.
One item that was answered positively by 46 of the 56 subjects was, "In
the last month, how often have you found yourself thinking about things
you have to accomplish?"

This question might not be indicative of

stress as much as of the normal demands of motherhood.
The Social Provisions Scale (SPS) short form indicated that, as a
group, these subjects felt supported by others.
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The Sense of Competence (SOC) scale of the PSI is scored so that a
high score indicates a low level of competence and a low score indicates
a high degree of competence.

The scores were fairly well distributed

and gave information regarding education levels as well as self¬
perceptions.

Tests of the Hypotheses
1.

Parents of younger preschoolers with asthma will experience

greater levels of stress than parents of older preschoolers.
This hypothesis was tested by correlating the PSS scores with the
variable: age of the child.

The result of the Pearson Product-Moment

Correlation was weak in the expected direction but did not achieve
significance, r=-.10, £=.229.
2.

Parents of children more recently diagnosed with asthma will

experience more stress than parents of children less recently diagnosed
with asthma.
The amount of time since diagnosis was correlated with PSS scores
to test the hypothesis.
results were r=.02.

Using the Pearson Product-Moment Correlation,

Obviously, there was no relationship between amount

of time since diagnoses and mothers’ score on the PSS; however, there
was a significant correlation between amount of time since diagnosis and
Knowledge of Asthma, r=.27, £=.02.

3.

Parents who have less knowledge about their child s asthma will

experience more stress than parents who have more knowledge about their
child's asthma.
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This hypothesis was tested by correlating mothers* scores on the
Knowledge of Asthma section of the questionnaire and their scores on the
PSS.

There was a significant negative correlation using the Pearson

Product-Moment Correlation; r=-.26, p=.02.
4*

Parents who utilize a fee-for-service health rare proviripr win

experience more stress than parents who belong to an HMO.
A Student's t-test was used to compare the mean PSS scores of the
two groups.

£=.54.

There was no significant difference between the two; t=.61,

There was a difference between the two groups in the area of

control of asthma, however.

There were 18 of a total of 35 children who

had 2 or more emergency visits for asthma in the last six months in the
fee-for-service group, and only 7 out of a total of 21 children who had
2 or more emergency visits in the last six months in the HMO group.
5.

Parents who have a greater sense of competence or self-efficacv

will experience less stress than parents who have a lower sense of
competence or self-efficacy.
This hypothesis was tested using the Pearson Product-Moment
Correlation to compare mothers' scores on on the PSS and their scores on
the Sense of Competence subscale of the Parent Stress Index.
a significant positive correlation; r=.63, £=.001 (note:

There was

a high score

on the Sense of Competence actually indicates a low sense of
competence).
6.

Parents with less social support will experience more stress

than parents who have greater social support.
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The Pearson Product-Moment Correlation was used to test the
hypothesis.

The PSS scores were correlated with SPS scores.

There was

a significant negative correlation, r=-.43, £=.001, between the two (see
Table 6).

Post-Hoc Data Analysis
Independent variables were examined for interrelationships.
that were significantly correlated are:

Table 6.

Those

Age of child and amount of time

Pearson Product-Moment Correlations and Student's t-Test
for Independent Variables and the PSS

Independent Variables

PSSb

Age of Child
Amount of Time Since Diagnosis
Knowledge of Asthma
Type of Health Care
Sense of Competence (low score=high level of
competence)
Social Support
b significance levels are indicated as follows:

-.10
.02
-.26**
t=. 61
.63***
-.43***
**p<.05, ***p<.001.

since diagnosis, r=.61, £=.001; Knowledge of Asthma and Sense of
Competence, r=-.32, £=.007; Social Support and Sense of Competence,
r=-.30, p=.001; Sense of Competence and mother's level of education,
r=.46, £=.001 (see Table 7).
recently.

Younger children had been diagnosed more

Mothers who see themselves as competent know more about their

child's asthma and feel more capable of caring for their child.

Mothers

who perceive themselves as supported by others also see themselves as
more competent parents.

There may be a reciprocal relationship; mothers
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who see themselves as more competent parents may also be more competent
at eliciting support.

The more years of education subjects had, the

more competent they felt as mothers.
Mothers who felt a high level of appraised stress in general also
felt more stress directly as a result of their child's asthma.

Table 7.

Significant Pearson Product-Moment Correlations
Between Independent Variables1*

Sense of
Competence

Age of child
Knowledge of Asthma
Social Support
Mother's Level of Education

Amount of Time
Since Diagnosis

.61***
-.32**
-.30***
.46***

bSignificance levels are indicated as follows:

**p<.05, ***p<.001.

Responses to the question that asked mothers how frequently they
felt stressed as a result of their child's asthma correlated strongly
with the PSS scores, r=.50, £=.001.
In order to determine which variables account for the variance in
stress response scores and their relative importance, stepwise standard
multiple regression was performed on the PSS (see Table 8).

In stepwise

regression, variables are examined at each step for entry or removal
from the equation according to preset criteria.
set at an F value of 2.71, p<.10.
p<.05.

Removal criterion was

Entry criterion was set at 3.84,

Stepwise regression was performed with age of child, age of

mother, amount of time since diagnosis. Knowledge of Asthma, Social
Support, Sense of Competence, and Mother’s Educational level.
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Sense of

Competence accounted for 39% of the variance in PSS scores, R2=.399
F=35.91, £<.000.

The next significant variable in the regression was

Social Support, which increased R2 to .461, F=6.13, £<.016.
Mother's Education increased R2 to .496, F=3.57, £<.064.

Finally,

Together,

Sense of Competence, Social Support, and Mother's Education accounted
for close to 50% of the variation in Perceived Stress.

Table 8.

Stepwise Multiple Regression Analysis of the PSS

Sense of Competence
Social Support
Mother's Education

R2

F

Significance

.399
.461
.496

35.91
6.31
3.57

p=<.000
p=<.016
p=<.064
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CHAPTER

V

SUMMARY, DISCUSSION, AND IMPLICATIONS FOR FURTHER RESEARCH

The last chapter includes a summary and discussion of results
obtained in the study.

Results have been interpreted to provide

possible answers to the six questions guiding the study, as outlined in
the hypotheses.

Conclusions and implications for further research are

presented.

Summary
Fifty-six mothers, all with a child chronically ill with asthma,
responded to a questionnaire developed by the author.

Three sections of

the questionnaire were taken from already existing valid and reliable
instruments that have been normed on other populations.

The fourth

section was developed by the author from items used in asthma parent
education programs

(Hindi-Alexander, 1979; Plaut, 1985).

questionnaire then included:

The entire

demographic information, information

concerning amount of time since diagnosis, degree of illness control,
level of knowledge concerning the child's illness, level of perceived
stress, amount of social support, and parent's sense of competence.
Data from the questionnaires were analyzed to test the six hypotheses,
and results were interpreted in light of the literature review.
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Five of the fifty-six mothers were interviewed in person at a
later time.

Anecdotal reports from these interviews are used to

highlight some of the interpretations of the results.

Discussion of Participants' Responses to Questionnaire Items
The participants in this study, as a group, did not score
significantly higher than the normed samples on the PSS or Sense of
Competence Subscale of the PSI.
samples.

SPS scores were also similar to normed

The major purpose of this study was to describe the factors

that exacerbate or buffer stress in mothers of preschool-age children
chronically ill with asthma.

Six hypotheses were tested.

Mothers'

responses, including anecdotal comments from interviews, are included in
the following discussion.
1.

Parents of younger preschoolers with asthma will experience

greater levels of stress than parents of older preschoolers with asthma.
There was a relationship between parental stress and the age of
the child in the expected direction (e.g., that parents of younger
children had higher appraised stress scores), but it did not reach
statistical significance.

Unlike other chronic illnesses, childhood

asthma decreases in severity over time in the majority of cases.

As a

result, parents of very young children with asthma are told that it is
likely that their child will grow out of the illness, and they can feel
optimistic that their child's health problems are short term.

On the

other hand, parents of children five and six years old who are still
very sick may begin to feel hopeless about future improvement.

It is

possible that the older preschoolers, whose parents participated in the
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study, were selectively more severely ill than the younger ones due to
the lack of random sampling procedures.

These factors could offset the

strength of the relationship between age of the child and parental
stress.

One mother, speaking of her 6.5-year-old son's asthma said,

"It's been so many years now of sleepless nights, cancelled vacations,
and hospitalizations, and there is no end in sight.
would see the light at the end of the tunnel."

I thought by now we

Another mother, speaking

of her older son with asthma, who was not the target child but also with
a condition of great concern, "I always heard they [young children] grow
out of asthma.

Now he's nine and hospitalized more than ever; I feel so

tired."
It may be that a new level of acceptance and adjustment is
required of parents who have an older preschooler still very sick with
asthma as they face the reality that their child may not be one of the
ones to "grow out of it."
2-

Parents of children more recently diagnosed with asthma will

experience more stress than parents of children less recently diagnosed
with asthma.
Although diagnosis is considered a "predictable crisis" and a
period of reorganization for the family in any illness, this study did
not confirm a direct relationship between proximity to diagnosis and
greater levels of parental stress.
The theoretical assumptions underlying the importance of the
period of diagnosis come from the study of all illnesses.

In contrast

to a diagnosis of childhood cancer, asthma is not life threatening in
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the vast majority of cases and the symptoms can be controlled.

A

diagnosis of asthma comes after a period of symptoms that are of
concern; it is not usually a shock for parents.
Cosper and Erickson (1985) found that problems experienced by
lower socioeconomic status mothers of 45 asthmatic children did not
differ as a function of time that had elapsed since the diagnosis.
the discussion of their results, they suggest that ".

.

In

. illnesses such

as asthma that involve recurring crisis may involve fairly high levels
of stress for parents over long periods of time.

Since the attacks may

occur at any time, parents may develop tense, hypervigilant psycho¬
logical status in readiness” (p. 156).
Some parents interviewed were both upset and relieved by the
diagnosis.

"I knew there was something not right with my daughter's

breathing and no one believed me.
and I have medicine.”

Now I know what it is; it has a name,

Another mother said she felt more in control when

she learned the cause of her son's chronic coughing.
Parents of children less recently diagnosed did differ sig¬
nificantly from those parents of children more recently diagnosed in the
area of knowledge of their child's asthma.

Parents whose children were

less recently diagnosed did score higher on the Knowledge of Asthma
section of the questionnaire.
The type of information parents received from professionals at the
time of diagnosis was very important.

All parents interviewed felt that

they were not given adequate information or that it was not easily
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comprehended.

Most parents felt they would have liked more oppor¬

tunities to speak with their doctor without their child present during
the time of diagnosis.
3*

parents who have less knowledge about their chad's ast-hm*

gill experience more stress than parents who have more knowledge ahm.t
their child's asthma.
There was a significant relationship between Knowledge of Asthma
and PSS scores.

Parents who knew more about their child's asthma

experienced less stress.
In reference to her child's recent hospitalization, one mother
said, "You have to be really assertive, go get information, and then
protect your child from misinformation on the part of nurses and
interns."

Another mother said, "No one gave me anything to read at the

doctor's.

I had to get everything on my own.

I don't know why they

don't give parents more information."
Only 18 (32.1%) of the respondents always knew what triggered or
caused their child's asthma; 37
never did.

(66.1%) sometimes, and one (1.8%) person

Asthma in very young children can be unpredictable and it is

this aspect of the illness that leads observers to describe mothers of
asthmatic children as "hypervigilant."

However, when asked if they kept

records or used peak flow meters (a tool to measure breathing capacity
at home that is recommended by all self-care specialists), the vast
majority never had.

This could be indicative of either poor patient

education or denial on the part of the parents about their child's
illness.
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Twenty-five (44.6%) parents never received written instructions
about treating their child's asthma; twenty-six (46.4%) sometimes did;
and five (8.9%) always did.

It appears from this sample that

instructions need not be written to be clear, because 47 (83.9%) parents
felt their doctor's instructions were always clear and easy to follow.
Although the majority of participants (91.1%) felt tense during
their child's asthma episodes, 55 (98.2%) mothers sometimes or always
felt they were very capable of caring for their child when s/he was
sick.
4.

Parents who utilize a fee-for-service physician will

experience more stress than parents who belong to a health maintenance
organization (HMO).
Although there was not a significant difference in the mean scores
of the PSS between the two groups, there were other notable differences.
The most interesting was the difference between groups in the number of
children having more than two emergency treatments in the last six
months.

Of a total of 25, 18 out of 35 were in the FFS group and only 7

out of 21 were in the HMO group.
was the greater number of
group.

Another difference between the groups

professionals (11 of the 14) in the FFS

The majority of partici-pants belonging to an HMO came from one

particular HMO and were geographically more homogeneous than the FFS
group.
One of the most stressful aspects of having a chronically ill
child is the prohibitive medical costs.

The questionnaire did not

directly address this issue, which, in retrospect, was a serious
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limitation of the study.
theme.

However, during the interviews it was a common

Those families that belonged to an HMO expressed relief that

they had very few out-of-pocket expenses.
5‘

Parents who have a greater sense of competence or Spif-

efficacy will experience less stress than parents who hav* a lower Spn<a
of competence or self-effirary
This was the most powerful finding in the study.

There appears to

be a robust relationship between feeling competent and the mediation of
stress.

This model of coping and competence as the mediation of stress¬

ful events is consistent with other researchers (Lazarus, 1977;
Halladay, 1984; McCleod & Chafee, 1972).

Parents who see themselves as

competent are more likely to appraise a stressful situation as manage¬
able, and are more likely to successfully manage the situation which
then leads to self-esteem and a stronger sense of competence.

Parents

who feel competent tend to be assertive about obtaining necessary
information (Halladay, 1984).

In a post hoc analysis of the data, there

was a significant correlation between Sense of Competence and Knowledge
of Asthma (r=-.32, £=.007).
During interviews, participants made comments about their ability
to cope.

Although almost all of the mothers said their feelings of

competence varied according to the situation, there appeared to be some
strong differences among them.
confused.

Two mothers seemed more passive and

One of these had a baby recently diagnosed as having asthma.

Her baby had been hospitalized twice in the previous two months — once
in intensive care.

She did not know the names of medications and was
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not sure why each one was prescribed.

She was not sure how to decide if

her son needed medicine or when to call the doctor.

She did appear

eager to know more and asked the interviewer many questions, yet seemed
passive in her manner of organizing the information as if nothing she
could do would really help anyway.

The other mother who appeared to

feel less competent was actually referred to the study by the nurses on
the pediatric wing of a local hospital.

One of her children was

hospitalized at least once a month with asthma, usually because the
mother just could not cope at home.

During the interview session, she

started a breathing treatment for her three-year-old.

When he wiggled a

bit, she sighed in exasperation and gave up, although only half the
medicine had been given.

Many services had been offered this mother,

but it was difficult for her to follow through.

She appeared to feel

quite hopeless.
In contrast, two mothers with severely ill children were very
assertive in their management of their children's illnesses.

Both of

them admitted to days of despair but generally felt capable and
optimistic about their ability to care effectively for their children.
Neither of them was confused about medicine and they felt fairly capable
of preventing serious attacks with the medication.
6.

Parents with less perceived social support will experience

more stress than parents with greater perceived social support.
This study confirmed a well-established theory that social support
is a buffer against stressful events.
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There was also a relationship

between social support and a Sense of Competence.

This lends support to

Cutrona and Troutman's (1986) finding that social support increases
self-efficacy or self-esteem, thereby buffering stress.
Mothers who participated in the follow-up interviews expressed the
importance of other people in their lives.

The support of family and

friends, whether it was instrumental or psychological, made a positive
difference in the women's lives.

The women who were without support

felt much more tense, exhausted and lonely than those who could count on
others to help out or just listen.
All of the women interviewed said their biggest concern has been
finding someone trustworthy to care for their sick child so they could
get time on their own.
The presence or absence of a spouse did not necessarily predict a
high level of social support.

Divorced women actually scored higher,

although not significantly, on the social support measure than married
women.

The mothers interviewed expressed concern over the amount of

conflict with husbands over treatment plans.

All of them complained

that their husbands didn't know much about their child's condition or
the required medicines.

Fathers rarely attended medical visits and

therefore received information second-hand.

Conclusions
The 56 women who responded to the questionnaire did not experience
any more stress as a group, as reflected in PSS scores, than the normed
samples.

Variations in stress levels were related to social support,

103

sense of competence, and knowledge of asthma.

Stress levels did not

vary in relation to amount of time since diagnosis, membership in HMO
versus fee-for-service, or age of the child.

Most mothers saw

themselves as very capable of caring for their child with asthma at
home, but felt anxious during asthma episodes.

Implications for Further Research
There were several major limitations to the study; the sampling
method was one of convenience rather than random; each pediatrician had
a slightly different requirements for distribution of questionnaires.
The sample size was small, and the group was not evenly divided between
HMO and FFS utilization.

Severity of illness was not controlled for.

Future research projects, with more resources, could randomly
sample a much larger population, evenly divided between HMO and FFS
utilizers.

Severity of illness and compliance with medication routines

could be controlled for through access to medical files.

More

demographic data could be obtained, especially concerning families’
financial status, and mothers' employment status outside the home.
There appeared to be some discrepancies in the areas of parent
knowledge.

Even though many parents sometimes or never knew what

triggered their child's asthma, and rarely kept records, they still felt
capable of caring for their sick child.

It would be helpful to clarify

this area of the study using a more open-ended format to find out what
specific factors allow a parent to feel confident caring for a child s
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illness at home.
care provider?

Is it the quality of the relationship with the health
Or, perhaps there are factors related to the child's

illness that affect the parents' confidence.
The relationship between the age of the child and parental stress
deserves more study.

It is not clear whether particular developmental

periods are more difficult

(i.e., the "terrible two's," school entry,

and adolescence) in relation to chronic illness or if age impacts at all
on parent stress levels.

A longitudinal observational study of a small

group of children followed from diagnosis during infancy through the
preschool period would allow the researcher a closer look at the process
of development in relation to chronic illness.

The interactions between

parents and child as they go about the task of coping with the daily
realities of medications, health, and illness would shed light on the
importance of development as one component in the complex picture of
family functioning and chronic illness.
All too frequently, fathers are left out of studies of chronically
ill children.

They seem less accessible.

It appears from the litera¬

ture that it would be worth the extra effort to include fathers in any
new research.

Mothers interviewed in the present study reported

conflict with spouses over the care of their sick child.

Frequently,

fathers do not attend medical visits, which keeps them from direct
contact with the health care system and first-hand education.
The growth in father involvement around childbirth gives testament
to the benefits of increased efforts to include all family members in
patient education.
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As researchers, we need to hear from fathers about their
experience caring for a child with asthma.
The findings of the present study regarding amount of time since
diagnosis and appraised stress contradict the literature.

Further

research is needed to compare the period of diagnosis across illnesses
to see if there is variation in the degree to which parents consider
diagnosis a time of crisis.

Intuitively, it makes sense that the

diagnosis of a terminal illness such as cancer would be much more
traumatic than the diagnosis of a chronic, unpredictable, but non¬
terminal illness such as asthma.
Research could focus on the experiences of parents during and
right after diagnosis, comparing various illnesses.

Information could

be obtained that might then guide health care providers in their
responses to newly diagnosed families.
As health care costs escalate and the prevalence of childhood
asthma increases, it behooves us to discover positive intervention
strategies to help families cope with a complex and difficult illness.
Before appropriate intervention strategies can be designed, adequate
descriptive information regarding asthmatic preschoolers and their
families is necessary.

In the meantime, clear, understandable

information from the health care professional, social support in the
form of self-help groups, and respite care would help alleviate some of
the more stressful aspects of caring for a young child with asthma.
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THE FAMILY ASTHMA STUDY PROJECT
88 WASHINGTON AVE.
NORTHAMPTON, MASS.
01060

Dear Parent,
As a doctoral student at the School of Education at the University
of Massachusetts, I am studying the challenges that families face in
caring for a preschooler with asthma.
In my work as a researcher and
mental health consultant, I have become aware of the lack of information
about coping strategies and problems that families face when they take
care of very young children who are frequently ill. The information
from this study will help health professionals understand more fully
your concerns.
Please answer all the questions anonymously on the enclosed forms
concerning your child who is six and under with asthma and mail it back
in the self-addressed stamped envelope to me within one week. The
parent who spends the most time caring for the child should be the
person who answers the questions.
It should take you about 15 minutes
to complete.
In return, I would like to show my appreciation for your help by
sending you a complimentary copy of the book, Luke Has Asthma. Too and
the MA Report.
If you would like me to send you a copy, please fill out
the enclosed request and send it separately on the form provided.
It is my hope that the information gained from this study will help
health professionals meet the needs of parents and preschoolers more
fully.
Thank you very much and I look forward to sending you the book
and the newsletter when I receive your completed questionnaire.

Sincerely,

Alison Rogers
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Please answer the following questions regarding
your child with asthma
who is younger than 6 years.
Child's date of birth

_

Parent's date of birth _
Are you the child's _ mother; _ father; other
Child is a _ boy; _ girl (please check)
Does this child have any siblings? _
If so, what are their ages?
2*
3*

Check if this child also has asthma; _ male;
Check if this child also has asthma; _ male;
Check if this child also has asthma; _ male;

female
female
female

How long ago did you find out that your child has asthma?
_ Approximate date.
Do you belong to a Health Maintenance Organization (i.e., Kaiser,
Medical West)?
Name of this child's physician:
Are you presently: _ married; _ separated; _ divorced;
_ other
Do you or your child’s other parent have a history of asthma? _ yes,
_ no
In the last six months, my child required emergency treatment for
asthma:
_ 0-1 times; _ 2 or more times.
In an average week, my child's asthma keeps him/her up at night:
_ 0-1 times; _ 2 or more times.
The following questions should be answered by circling 0, 1, 2, or 3.
0 = never, 1 = sometimes, 2 = always, 3 = not sure.

.

1

2.

Not
Sure

Never

Some¬
times

Always

I know what triggers (causes)
my child's asthma episodes.

0

1

2

3

I know when to give my child
medication at home.

0

1

2

3
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Never

Some¬
times

Always

Not
Sure

3.

I use a peak flow meter at home.

0

1

2

3

4.

I know when to call the doctor
about my child's asthma.

0

1

2

3

My doctor’s instructions are
clear and easy to follow.

0

1

2

3

I feel anxious about treating
my child's asthma at home.

0

1

2

3

It is hard for me to get my
child to take the medicine my
doctor prescribes.

0

1

2

3

I keep a diary of my child's
asthma symptoms.

0

1

2

3

I feel satisfied with the care
my child receives from his/her
doctor.

0

1

2

3

I have attended a support/education group for parents of
children with asthma.

0

1

2

3

My doctor gives me written
instructions about treating
my child’s asthma.

0

1

2

3

When my child has an asthma
episode, I feel tense.

0

1

2

3

0

1

2

3

5.

6.

7.

8.

9.

10.

11.

12.

13. I see myself as very capable
of taking care of my child
when he/she is sick with
asthma.

Additional Comments:
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..
Jhe questi°nS in this scale ask you about your feelings and
thoughts during the last month.
In each case, you will be asked to
indicate how often you felt or thought a certain way. Although some of
the questions are similar, there are differences between them and you
should treat each one as a separate question. The best approach is to
answer each question fairly quickly. That is, don’t try to count up the
number of times you felt a particular way, but rather indicate the
alternative that seems like a reasonable estimate.
0
Never

1.

2.

3.

4.

5.

6.

7.

8.

9.

10.

1
Almost
Never

2
Some¬
times

3
Fairly
Often

4
Very
Often

In the last month, how often have you been
upset because of something that happened
unexpectedly?

0

12

3

4

In the last month, how often have you felt
that you were unable to control the impor¬
tant things in your life?

0

12

3

4

In the last month, how often have you
felt nervous and "stressed"?

0

12

3

4

In the last month, how often have you
dealt successfully with irritating life
hassles?

0

12

3

4

In the last month, how often have you
felt that you were effectively coping
with important changes that were occurring
in your life?

0

12

3

4

In the lat month, how often have you
felt confident about your ability to
handle your personal problems?

0

12

3

4

In the last month, how often have you
felt that things were going your way?

0

12

3

4

In the last month, how often have you
felt that you could not cope with all
the things that you had to do?

0

12

3

4

In the last month, how often have you
been able to control irritations in
your life?

12

3

4

In the last month, how often have you
felt that you were on top of things?

12

3

4
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0
Never

1
Almost
Never

2
Sometimes

3
Fairly
Often

4
Very
Often

11. In the last month, how often have you
been angered because of things that
happened that were outside of your
control?

01234

12. In the last month, how often have you
found yourself thinking about things
that you have to accomplish?

012

13. In the last month, how often have you
been able to control the way you spend
your time?

0

14. In the last month, how often have you
felt difficulties were piling up so high
that you could not overcome them?

01234

1

2

3

The following questions ask you to mark an answer which best
describes your feelings.
While you may not find an answer which exactly
states your feelings, please mark the answer which comes closest to
describing how you feel.
YOUR FIRST REACTION TO EACH QUESTION SHOULD BE
YOUR ANSWER.
Please mark the degree to which you agree or disagree with the
following statements by circling the number which best matches how you
feel.
If you are not sure, please circle #3.
1
Strongly
Agree
1.

2.

3.

2
Agree

3
Not
Sure

4
Disagree

5
Strongly
Disagree

I can always depend on my family to
help me if I really need it.

1

I have friends who enjoy the same
activities I do.

12345

I don't think people at work, school,
or in groups I belong to, know and value

4. There is a trustworthy person I could
turn to for advice if I were having
problems.
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2

3

1

2

Strongly
Agree
5.

.

6

7.

.

8

9.

.

10

.
12.

11

13.

14.

Agree

3
Not
Sure

4
Disagree

5
Strongly
Disagree

There is no one who really relies on
me for their well-being.

When my child came home from the
hospital, I had doubtful feelings
about my ability to handle being a
parent.

5

1

2

3

4

5

Being a parent is harder than I
thought it would be.

1

2

3

4

5

I feel capable and on top of things
when I am caring for my child.

1

2

3

4

5

I can't make decisions without help.

1

2

3

4

5

I have had many more problems raising
children than I expected.

1

2

3

4

5

I enjoy being a parent.

1

2

3

4

5

I feel that I am successful most of
the time when I try to get my child
to do or not do something.

1

2

3

4

5

Since I brought my last child home from
the hospital, I find that I am not able
to take care of this child as well as I
thought I could.
I need help.

1

2

3

4

5

I often have the feeling that I cannot
handle things very well.

1

2

3

4

5

**********
15.

When
1.
2.
3.
4.
5.

I think about myself as a parent, I believe:
(Please circle)
I can handle anything that happens.
I can handle most things pretty well.
sometimes I have doubts, but find that I handle most things
without any problems.
I have some doubts about being able to handle things.
I don't think I handle things very well at all.
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16.

I feel that I am:
(Please circle)
1.
a very good parent,
2.
a better than average parent,
3.
an average parent,
4.
a person who has some trouble being a parent,
5.
not very good at being a parent.

17.

In the last month, how often have you felt nervous or "stressed"
because of your child's asthma?
(Please circle)
°*
1.
2.

18.

never
almost never
sometimes

3.
4.

fairly often
very often

What were the highest levels in school or college you and the
child's mother/father have completed?
(Please circle)
Mother:
1.
l-8th grade
2.
9-12th grade
3.
Vocational or some college
4.
College graduate
5.
Graduate or professional school
Father:
1.
l-8th grade
2.
9-12th grade
3.
Vocational or some college
4.
College graduate
5.
Graduate or professional school

Name of Physician or
Primary Health Care Provider:
Address: _
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